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DEPARTMENTS OF LABOR, HEALTH AND
HUMAN SERVICES, EDUCATION, AND RE-
LATED AGENCIES APPROPRIATIONS FOR
2010

TESTIMONY OF INTERESTED INDIVIDUALS AND
ORGANIZATIONS

WEDNESDAY, MARCH 18, 2009.

Mr. OBEY. Well, good morning, everyone. Thank you all for com-
ing. I am pleased to open the Subcommittee’s first hearing for the
new fiscal year.

Let me first start by welcoming our new Ranking Member, Todd
Tiahrt. He and I have long experienced changing tires with each
other in the middle of nowhere, and I am looking forward to our
relationship on this Subcommittee.

I also want to welcome the other new members of the Sub-
committee: Congressman Jim Moran; we have a returning member,
Congressman from Montana, Mr. Rehberg; we also are being joined
by Congressman Rodney Alexander; Congressman Jo Bonner; and
Congressman Tom Cole from—I cannot say it is my home State,
but it is my birth State—Oklahoma.

We are happy to have all of them on the Subcommittee.

We are starting off the hearings for this Subcommittee at a time
when the Country is in a deep recession, and that impacts people
all throughout the Country. I am sure we will see evidence of that
by people’s testimonies here today.

We are somewhat handicapped because any time you have a new
President, that sort of discombobulates the budget schedule. With
a new President, they want time to prepare their own budget, so
we are not yet in receipt of the President’s budget, which I under-
stand will be coming down some time this year. [Laughter.]

I hope it comes down sooner than that. And, when it does, we
will deal with it in as much depth as time permits so that we can
try to stay on schedule this year.

We also hope that the Budget Committee will move its product
ahead in a timely fashion so that we can meet our own schedule.

I am going to ask every witness to please adhere to the four
minute limit. We are not trying to be rude, but if you do not adhere
to the four minute limit, there are other people who will not get
a chance to testify, because we are going to be interrupted from
time to time by things called roll calls. This would be a great job
if we did not have to interrupt our work to go vote once in a while,
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but, unfortunately, we have to, so I would ask for your cooperation.
I appreciate your being here today.

With that, I would turn to Congressman Tiahrt for whatever
comments he would like to make.

Mr. TIAHRT. Thank you, Mr. Chairman. It is a pleasure to join
you on this Committee. I am looking forward to the interesting
work that you have been carrying on. I know that this Committee
has been a passion of yours, so I know that you will reflect that
and the witnesses that we get to hear from. I am pleased to be
joined by my members here. I think the way you explained this
birth in Oklahoma and end up in Wisconsin was I was born in
Oklahoma by the grace of God, I am a Wisconsinian.

Mr. OBEY. I think that is how that worked, Todd. [Laughter.]

Mr. TIAHRT. I know we have a full schedule today. I am looking
forward to working with the members and listening to the testi-
mony. Thank you, Mr. Chairman.

Mr. OBEY. I should explain. I have explained to people many
times. My father was the only man in America who moved to Okla-
homa during the Depression to get a job. [Laughter.]

I also want to just bring to the attention of our new members,
as well as the audience, the pictures on the wall there. What we
have tried to do in this Committee is to remind people that this
Subcommittee has a distinguished heritage, and the heritage is
best exemplified by the members on the wall, starting with John
Fogerty up on the left, who chaired this Subcommittee for many
years. He was a bricklayer by profession before he fell into a life
of sin and got elected to Congress. His ranking member for many
years was Mel Laird, who was my predecessor in the Congressional
district that I now hold.

If you take a look at the men pictured there, you will see a his-
tory of bipartisanship and a history of doing some really remark-
able things for the Country. This Subcommittee, in the past,
oversaw the spectacular growth of the National Institutes of
Health; the birth of the Department of Health, Education, and Wel-
fare; the splitting up of that agency; the creation of the Department
of Education; and very major changes in budget trends in the
Country through the years. I would hope that we can continue that
tradition.

With that, our first witness will be introduced by the gentleman
from Illinois, Mr. Jackson.

Mr. JACKSON. Thank you, Mr. Chairman. Let me also congratu-
late you and thank you for the pictures that you have hung in the
Subcommittee hearing room. It gives me something to aspire to. I
can see that I am still probably 30 or 40 years away having my
picture hung. [Laughter.]

Mr. OBEY. Members are generally hung before their pictures are.
[Laughter.]

Mr. JACKSON. Thank you, Mr. Chairman. Let us hope that is not
the case.

It is my pleasure to welcome Mr. J.B. Pritzker to our Sub-
committee. Mr. Pritzker is a partner of and founded New World
Ventures in 1996 and is also a managing partner of the Pritzker
Group. Mr. Pritzker also heads the J.B. and M.K. Pritzker Family
Foundation, a Chicago-based philanthropy. The Foundation is a



3

private family foundation deeply committed to the pursuit of social
justice and to shaping innovative and effective strategies for solv-
ing society’s most challenging problems.

As Mr. Pritzker will describe, The Children’s Initiative, a project
of the J.B. and M.K. Pritzker Family Foundation, seeks to enhance
the early learning capabilities of infants and toddlers, with a spe-
cial focus on at-risk children. Inspired by the early childhood devel-
opment work of the late Chicago entrepreneur and philanthropist
Irving Harris, and motivated by the relief and the belief that all
children are born with great potential, The Children’s Initiative
supports policies, programs, research, and advocacy to allow at-risk
children to achieve better economic, educational, and social out-
comes.

Mr. Chairman, a number of us back in Chicago have worked with
J.B. for a number of years. We have, at various moments in his
philanthropic career, encouraged him to consider entering this
body. He would make a fine United States Representative and cer-
tainly, if he ever desired, a fine member of the other body.

Ladies and gentlemen, Mr. Chairman, Mr. J.B. Pritzker.

Mr. OBEY. I could not understand why anyone would ever want
to be a member of the other body, but that is beside the point.
[Laughter.]

Mr. Pritzker, you are recognized for four minutes.

WEDNESDAY, MARCH 18, 2009.

THE CHILDREN’S INITIATIVE

WITNESS
J.B. PRITZKER

Mr. PRITZKER. Thank you, Mr. Chairman. Fortunately, I do not
live in the 2nd Congressional District, so my chances are improved
somewhat if I ever decide to do that.

Thank you, Chairman Obey, for inviting me to be here today. It
is a great honor to sit here in front of you as a champion of chil-
dren and the disadvantaged. You have done so much and I am per-
sonally very grateful.

Congressman Jackson, thank you for the kind introduction. Our
long personal relationship goes back probably even before you may
remember, to when I worked for Senator Terry Sanford and you
were on the campaign trail or working with your dad, and the two
of them met early morning in a hotel room in North Carolina to
talk about the future of the Democratic Party. So I got to be wit-
ness to maybe your political birth.

Thank you also to the entire Committee for your advocacy on be-
half of disadvantaged children, for all the wonderful successes that
you have already accomplished this year and for all that you do
and will do for our Nation’s children.

In my day job, I worry non-stop about making good investments
about building businesses and growing capital, and behind you on
the wall, Chairman Obey, I understand you had painted on the
wall the quote from Hubert Humphrey that begins “The moral test
of government is how it treats those who are at the dawn of life,
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the children.” I might add, for everybody else, that it is also the
mark of a fiscally responsible Government to invest in early child-
hood.

In my philanthropic work, I have similar goals, that is, to make
good investments. I face far less worry, of course, in that, and enjoy
much more certainty. By supporting early childhood education, I
know I am making an investment in fostering human capital that
is guaranteed to pay dividends.

We all know that everyone is born with potential, but we often
do not have the facts to say how much society should invest in
maximizing potential from an early age or whether financial risk
makes sense. Well, finally, the work of economists like Nobel Lau-
reate Jim Heckman, at the University of Chicago, developmental
psychologists, sociologists, statisticians, and neuroscientists pro-
vides the answer with decades of research, solid data, and multi-
disciplinary analysis.

Investing in early childhood development for disadvantaged chil-
dren and their families provides a real return on investment,
around 10 percent—it has been calculated by not liberal, but even
conservative economists—through increased personal achievement
and social productivity. It improves the health, economic and social
outcomes not just for individuals, but for society at large.

In these complicated and tumultuous times, we face a litany of
problems we would like to fix and goals we would like to achieve:
fostering economic competitiveness; achieving better educational
outcomes; increasing the opportunity for health; reducing crime;
building a capable, productive, and competitive workforce. Anyone
looking for upstream solutions for the biggest problems facing
America should understand that the great gains to be had by in-
vesting in early and equal development of human potential exists
in investing in early childhood.

If I leave you with nothing else today, I hope you will take away
the following: Your efforts in early childhood development are an
investment yielding real dollar returns. Early childhood develop-
ment is not just an education issue, it is also a health issue that
affects the health of our economy. A vast body of research shows
that early childhood development from the ages of zero to five
greatly affects cognitive development, social and emotional health,
and the ability to learn as a child and later function at a high level
as an adult. Effective early childhood development has the poten-
tial to reduce teen pregnancy, crime, and other social burdens,
while increasing human productivity that drives economic security
for all. It will produce a smarter, stronger, healthier, and more
prosperous Nation, helping America stay the top competitor in the
global economy.

In the long run, it will cost us less than it is costing us now to
remediate the consequences we suffer by not providing effective
early childhood development investment.

Mr. OBEY. Could I ask you to wind up, because your time has
expired?

Mr. PRITZKER. Yes, sir.

We know our investments need to begin at birth and have a par-
ticular focus on infants and toddlers, who currently have the great-
est needs and receive the fewest services.
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Implementing effective early childhood education programs can
be done because it is being done, with measurable results. I invest
in Educare of Chicago. It is one solution to this. It is the gold
standard of high quality early education, providing full day, full
year care and education for disadvantaged children from birth to
five with high quality and highly qualified teachers.

Thanks to the investments made in American Recovery and Re-
investment Act, you have provided a down payment to help serve
more children and improve the quality of the education they are re-
ceiving. But there is much more to be done. For millions more chil-
dren in poverty who do not have access to early learning opportuni-
ties, closing that disadvantage gap would prove to be of great ad-
vantage to all Americans. Please continue to support Head Start,
Early Head Start, the Child Care and Development Block Grant,
and the President’s Early Learning Challenge Grants.

We do not have to reinvent the wheel when it comes to effective
early childhood development programs; we simply need to get the
wheel rolling across America to benefit all.

Thank you very much.

Mr. OBEY. Thank you very much.

[The information follows:]
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The First Five Years
Fund

Statement
J.B. Pritzker
Founder, J.B. and MLK. Pritzker Family Foundation
Chieago, Hllinois
Testifying on behalf of the First Five Years Fund
Regarding Investments in High Quality Early Childhood Education
In the Departments of Health and Human Services and Education

SUMMARY

In my day job, I worry non-stop about making wise investments and growing capital. In
my philanthropic work, I have the same goals, but I face far less worry and enjoy much
more certainty. By supporting early childhood education, 1 know I'm making an
investment in fostering human capital that is guaranteed to pay dividends. The work of
economists, developmental psychologists, sociologists, statisticians, and neuroscientists
have documented with decades of research, solid data and multi-disciplinary analysis that
investing in early childhood development for disadvantaged children and their families
provides a 10% return on investment through increased personal achievement and social
productivity. It improves the health, economic, and social outcomes not just for
individuals, but for society at large.

In these complicated and tumultuous times, we face a litany of problenis we’d like to fix
and goals we’d like to achieve. Anyone looking for upstream solutions to the biggest
problems facing America should understand the great gains to be had by investing in
early and equal development of human potential. In the long run, it will cost us less than
it is costing us now to remediate the consequences we suffer by not providing effective
early childhood development. Investing early —starting at birth - amounts to “fixing it
before it’s broken™ and gives us better value for our dollars.

There is much more to be done for millions more children in poverty who don’t have
access to high quality early learning opportunities. Closing that disadvantage gap would
prove to be of great advantage to all Americans. Please continue to support Head Start,
Early Head Start, the Child Care and Development Block Grant, and the President’s
Early Learning Challenge Grants.
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The First Five Years
Fund

Statement
J.B. Pritzker
Founder, J.B. and M.K. Pritzker Family Foundation

Thank you, Chairman Obey, for inviting me here today. It’s an honor to appear before
such a wonderful champion of children and the disadvantaged. Thank you, Congressman
Jackson, for that kind introduction. Thank you, too, to Congresswoman DeLauro and to
the entire Committee for your advocacy on behalf of disadvantaged young children—for
all of the wonderful success you’ve already accomplished this year, and for all that you
will do as you continue to strive for the very best for our nation’s children.

In my day job, I worry non-stop about making wise investments and growing capital. In
my philanthropic work, I have the same goals, but I face far less worry and enjoy much
more certainty. By supporting early childhood education, I know I’'m making an
investment in fostering human capital that is guaranteed to pay dividends.

We all know that everyone is born with potential, but we often don’t have the facts to say
how much society should invest in maximizing potential from an early age—or whether
the financial risk makes sense. The work of economists, developmental psychologists,
sociologists, statisticians, and neuroscientists provides the answer with decades of
research, solid data and multi-disciplinary analysis. Investing in early childhood
development for disadvantaged children and their families provides a 10% return on
investment through increased personal achievement and social productivity. It improves
the health, economic, and social outcomes not just for individuals, but for society at large.

In these complicated and tumultuous times, we face a litany of problems we’d like to fix
and goals we’d like to achieve: Fostering economic competitiveness. Achieving better
educational outcomes. Increasing the opportunity for health. Reducing crime. Building a
capable, productive and competitive workforce. Anyone looking for upstream solutions
to the biggest problems facing America should understand the great gains to be had by
investing in early and equal development of human potential.

Early childhood development is not just an education issue—it is also a health issue that
affects the health of our economy. A vast body of research shows that early childhood
development from the ages of zero to five greatly affects cognitive development, social
and emotional health, and the ability to learn as a child and later function at a high level
as an adult. Effective early childhood development has the potential to reduce teenage
pregnancy, crime, and other social burdens while increasing human productivity that
drives economic security for all. It will produce a smarter, stronger, healthier, and more
prosperous nation—helping America stay the top competitor in a globally competitive
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society. In the long run, it will cost us less than it is costing us now to remediate the
consequences we suffer by not providing effective early childhood development.
Investing early amounts to “fixing it before it’s broken,” and gives us better value for the
dollars we devote to social supports.

There is evidence that the achievement gap we worry so much about in school-age
children actually emerges before children are 18 months old and, without intervention,
only continues to widen over time. This, then, is not an “achievement gap™: it’s an
opportunity and access gap. When we fail to close this gap and fail to relieve the burden
of disadvantage among children, we create costly social burdens that affect us all.

We know our investments need to begin at birth and have a particular focus on infants
and toddlers, who currently have the greatest needs and receive the fewest services. The
federal government and states have developed a range of programs of differing quality. It
is critically important that we look at which programs are most effective and why, and
work to implement them where they are needed most. We urge the federal government to
work with states to develop comprehensive, high-quality early childhood development
programs that are easily accessible and affordable to disadvantaged children and their
parents.

Implementing effective early childhood education programs can be done because it is
being done—with measurable results. I invest in Educare of Chicago. It’s the gold
standard of high quality early education, providing full-day, full-year care and education
for disadvantaged children from birth to five with highly-qualified teachers as well as a
full range of family supports to help parents be active partners in their children’s
development. Educare is a public-private partnership that relies on Head Start, Early
Head Start, and child care funding to serve at-risk children. It was built in the shadow of
the Robert Taylor Homes public housing project, in what was at the time the poorest
census tract in the United States. I’'m enormously proud to say that the children who enter
Educare when they are very young emerge from the program with vocabularies and
school readiness scores that meet and exceed national averages. We put them on a level
playing field with advantaged, middle-class children. We closed the achievement gap by
closing the opportunity gap.

Thanks to the investments made in the American Recovery and Reinvestment Act, you
have provided a down payment to help serve more children and improve the quality of
the education they’re receiving. But there is much more to be done for millions more
children in poverty who don’t have access to the early learning opportunities they need.
Closing that disadvantage gap would prove to be of great advantage to all Americans.
Please continue to support Head Start, Early Head Start, the Child Care and Development
Block Grant, and the President’s Early Learning Challenge Grants.

We don’t have to reinvent the wheel when it comes to effective early childhood
development programs, we simply need to get the wheel rolling across America—for the
cconomic benefit of all.
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The First Five Years
Fund

J.B. PRITZKER

Mr. Pritzker is a Partner of and founded New World Ventures in 1996, which has
become one of Chicago's prominent early-stage technology fund managers. He
is also Managing Partner of The Pritzker Group. A founding board member of the
llinois Venture Capital Association, a founding director of the Chicagoland
Entrepreneurial Center, and a member of the Young Presidents’ Organization,
Pritzker has been a forceful and active proponent of a stronger technology base
in the Midwest region.

Crain's Chicago Business honored Mr. Pritzker with the designation as a
business leader in its "40 under 40," and "Who's Who of Chicago Business.” The
Chicago Sun-Times named him to their "Hot 100" most prominent members of
Chicago's technology economy, and he is ranked #160 among Forbe’s 400
Richest Americans. The City Club of Chicago awarded him Citizen of the Year,
and he received the Humanitarian Award from the Holocaust Memorial
Foundation of Hllinois for his philanthropic activities.

Pritzker is a trustee and serves on the investment committee of Northwestern
University and is a member of the Board of Governors of the Northwestern
University School of Law. Appointed by the Governor of illinois, he serves as
Chairman of the lllinois Human Rights Commission and was co-Chairman of the
Governor's Transition Committee for Civil Rights. He is also Chairman of the
lliinois Holocaust Museum Campaign. Pritzker is an attorney and a member of
the lllinois and Chicago Bar Associations. He graduated with an A.B. in political
science from Duke University and earned his J.D. from Northwestern University
School of Law. He lives in Evanston, lilinois with his wife and family.

Mr. Pritzker heads the The J.B. and M.K. Pritzker Family Foundation, a
Chicago-based philanthropy. The Foundation is a private family foundation
deeply committed to the pursuit of social justice and to shaping innovative and
effective strategies for solving society’s most challenging problems.

The Children's Initiative, a project of the J.B. and M.K. Pritzker Family
Foundation, seeks to enhance the early learning capabilities of infants and
toddlers, with a special focus on at-risk children. Inspired by the early childhood
development work of the late philanthropist Irving Harris and motivated by the
belief that all children are born with great potential, The Children's Initiative
supports policies, programs, research, and advocacy to allow at-risk children to
achieve better economic, educational and social outcomes.
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Subcommittee on Labor, HHS, Education
and Related Agencies

Witness Disclosure Form

Clause 2(g) of rule XI of the Rules of the House of Representatives requires non-
governmental witnesses to disclose to the Committee the following information. A
non-governmental witness is any witness appearing on behalf of himself/herself or
on behalf of an organization other than a federal agency, or a state, local or tribal
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Mr. OBEY. Next, Mr. Ryan.

Mr. RYAN. Thank you, Mr. Chairman. I would like to take this
opportunity to introduce Linda Lantieri, who is going to testify.
She is on behalf of the Collaborative for Academic Social and Emo-
tional Learning. This is a collaborative that actually exists in Con-
gressman Jackson’s district at the University of Illinois at Chicago.

Let me just quickly say I think this is a transformational edu-
cation program for our country, and this is based on a lot of the
research and work that was done from the book Emotional Intel-
ligence by Dan Goldman, and this is something, Mr. Chairman,
that I am taking up now as a personal mission in my life to sup-
port you.

With that, Ms. Lantieri.

WEDNESDAY, MARCH 18, 2009.

COLLABORATIVE FOR ACADEMIC, SOCIAL AND
EMOTIONAL LEARNING

WITNESS
LINDA LANTIERI

Ms. LANTIERI. Thank you, Congressman Ryan.

I appreciate the opportunity to speak to you today from the per-
spective and experience of someone who has been in the field of
education for four decades, as a classroom teacher and adminis-
trator in East Harlem, and as education faculty at Hunter College,
New York City. More recently, I have been deeply involved in the
healing and recovery efforts in 12 schools in Lower Manhattan in
which 8,000 children and 200 teachers fled for their lives on the
fourth day of school, September 11th, 2001.

Today, I am representing the Chicago-based Collaborative for
Academic, Social, and Emotional Learning. CASEL is the world’s
leading organization advancing research, school practice, and pub-
lic policy to establish social and emotional learning as an essential
part of education, pre-K through 12.

The field of social and emotional learning is informed by schol-
arly research that demonstrates that the systemic teaching of emo-
tional and social skills as part of a student’s regular school day
adds to the lessons needed for life: improving self-awareness and
confidence, managing disturbing emotions and impulses, increasing
empathy and cooperation. These skills also provide students with
the essential tools they actually need to be effective learners as
well.

A recent review of 31 studies on social and emotional learning
showed that improvements in students’ academic scores were an
average of 11 percentile points over students who did not receive
social and emotional learning. For example, one of the studies in
the review that by the time they were 18, students who received
social and emotional learning in grades 1 through 6 had signifi-
cantly higher grade point averages, showed lower school mis-
behavior and delinquency, and showed lower heavy alcohol use
from students who were in the control group.
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The academic and life success returns on the investment in SEL
are substantial. These are also the same very skills that our Na-
tion’s business and government leaders have defined as essential
for effectiveness in the modern workplace.

I am happy to say that Illinois and New York have already
passed legislation and released guidelines to move this agenda for-
ward. However, too few students have access to this critical pro-
gramming, and the schools that do need training and technical as-
sistance so their SEL efforts are maximized.

Because SEL requires serious commitment at the Federal, State,
school district, and community levels, CASEL is advising in the de-
velopment of authorizing legislation to support SEL programming
in the field. The proposed legislation would establish both a Na-
tional Training and Technical Assistance Center and a State and
local grant program to promote SEL nationwide.

We look forward to sharing with you more about this as this pro-
posed legislation progresses.

There is, however, much we can do right now to further this
agenda by using existing Federal funding. I ask you to support re-
port language to the Labor, HHS, Education Appropriations bill
that will encourage States and local agencies to use Federal funds
for SEL programming, particularly as part of Title I school im-
provement, Title IT teacher quality enhancement, and effective use,
of course, of Title IV, Safe and Drug Free Schools funding.

Unfortunately, many of our young people today would describe
school as a place that prepares them for a life of tests, instead of
preparing them for the tests of life. I hope you agree with me that
we can do better, and I thank you for the opportunity to speak to
you today.

Mr. OBEY. Thank you very much, and thank you for staying
within the time.

Ms. LANTIERI. You are very welcome.

[The information follows:]
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include suggestions on how this mission could be assisted through
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technical assistance and pilot sites nationwide, and will ask for
support for report language to the Labor-HHS-Education
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under Title I school improvement programs, Title II teacher quality
enhancement, and Safe and Drug Free School funding.
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I appreciate the opportunity to speak to you today from the perspective and experience of
someone who has been in the field of education in a variety of roles for four decades — as a
classroom teacher and administrator in East Harlem and education faculty member at Hunter
College, NYC. More recently, I have been deeply involved in the healing and recovery efforts in
twelve schools in lower Manhattan in which over 8,000 children along with their 200 teachers
fled for their lives on the 4™ day of school on September 11, 2001.

Today I am representing the Collaborative for Academic, Social, and Emotional Leaming
(CASEL), the world’s leading organization advancing research, school practice, and public
policy focused on the development of children’s social and emotional competence. Our mission
is to establish Social and Emotional Learning as an essential part of education, from preschool
through high school.

Often called the “missing piece” in school improvement efforts, the field of Social and
Emotional Learning (SEL) reflects the growing recognition that healthy social and emotional
development advances children’s success in school and life. SEL is informed by scholarly
research demonstrating that all children can have a school experience that helps them be not only
academically competent but one that supports them in being engaged life-long learners who are
self-aware, caring, and connected to others, and who contribute actively to building a more just,
peaceful, productive, and sustainable world,

SEL programming addresses five essential areas of social and emotional development:

1. Self-awareness (recognizing one’s capacities, strengths, emotions, and values)

2. Self-management (managing emotions and behaviors, persevering in overcoming
obstacles)

3. Social awareness (showing understanding and empathy for others)

4, Relationship skills (forming positive relationships, teamwork, conflict resolution)

S. Responsible decision-making (making ethical, constructive choices about personal and
social behavior)

Such skills provide students the essential tools they need to be effective learners - including such
skills as: focusing attention, setting and persisting toward goals, working effectively with others,
making good decisions, creative problem-solving, and negotiating.

In classrooms from Anchorage, Alaska to NYC, SEL skills are being taught to students of
diverse backgrounds in pre-kindergarten to grade 12, by regular classroom teachers, as a regular
part of their school experience. Rigorous research has clearly established that students who are
exposed to SEL programming exhibit: greater motivation to learn and commitment to school;
decreased misbehavior and aggression; and improved attendance, graduation rates, grades and
test scores.
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A recent review of 31 studies found that Social and Emotional Learning results in
improvements in students’ achievement test scores - by an average of 11 percentile points
over students who did not receive Social and Emotional Learning programming. The
magnitude of this impact and the strength of the research base behind it, are significant. As a
point of comparison, studies of the impacts of reducing class size show smaller academic gains
as a result than does SEL instruction. In challenging economic times, when cost cuts may require
painful teacher layoffs, the payoff for investing in children’s social and emotional development
are real and sizable. For example, one major multi-year study found that by the time they were
aduits, students who received Social and Emotional Learning in grades 1-6 had an 11 percent
higher grade-point average and significantly greater levels of school commitment, attachment,
and completion at age 18.

The same research showed that the retention rate of students who received Social and Emotional
Learning in grades 1-6 was 14 percent, versus 23 percent of students in a control group. At age
18, students in the same study showed a 30 percent lower incidence of school behavior problems,
a 20 percent lower rate of violent delinquency, and a 40 percent lower rate of heavy alcohol use.
Clearly, the decision-making and self-mastery skills these students learned early in life paid off
greatly as they grew older and encountered life’s increasingly complex and challenging choices.
The “ROI in SEL” - that is, the academic and life-success retumns on investment in SEL - are
substantial.

Many of the skills that our nation’s business and government leaders have defined as essential
for effectiveness in the modern workplace - the ability to function as part of a team, work with
diverse colleagues and customers, analyze and generate solutions to problems, persist in the face
of challenging setbacks - are social and emotional skills. I have seen first hand how these skills
can form a foundation for young people’s success not just in school, but also as productive
workers, as parents, and as citizens. :

There are many examples of school districts across this country that have made Social and
Emotional Learning integral to their vision of what it means to be an educated person. Both the
states of Hlinois and New York have already passed legislation and adopted guidelines to move
this agenda forward. Outstanding examples abound of SEL practice in schools throughout this
country. However, model schools and school districts are still the exception not the norm. Far too
few children have access to this critical programming that provides them with sequenced Social
and Emotional Learning instruction using active learning strategies that focus on developing
specific social-emotional skills.

Because SEL requires serious and committed federal, state, district, and principal leadership,
long-term professional development of teaching staff and school mental health personnel, parent
engagement, and classroom instruction, CASEL is assisting in the development of authorizing
legislation to support SEL programming from the federal level. The proposed legislation would
establish both a National Training and Technical Assistance Center and a state and local grant
program to promote SEL nationwide. This Center would support the development of Social and
Emotional Learning standards, programs, and practices for states and local educational agencies,
including technical assistance on how to engage families and communities in Social and
Emotional Learning efforts. It would also provide ongoing professional development, conduct
research, and disseminate reliable assessment tools to measure student progress in social and
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emotional development and evaluate Social and Emotional Learning programs to document the
impact of such programs on student achievement and behavior. We look forward to sharing this
proposed legislation with you when we have finished that process.

The good news, however, is that there is also much that can be done using existing federal
funding to further the SEL agenda. 1 ask your support for report language to the Labor-HHS-
Education Appropriations bill that will encourage states and local educational agencies to use
federal funds for SEL programming, particularly as part of their Title I school improvement
programs, as part of their Title I teacher quality enhancement and as an effective use of Safe and
Drug Free Schools funding under Title IV. We at CASEL believe that SEL can be the umbrella
under which school systems can bring to the table functions that traditionally are fragmented in
school systems - health, youth development, counseling, service learning, specialized services,
and postsecondary initiatives. In the current harsh economic environment, solutions that
coordinate and thus extend the reach of separate resource pools are more needed than ever
before.

Over the past several years, many of our young people throughout this country would
unfortunately describe their school experience as one that prepares them for “a life of tests”
rather than one which is preparing them for “the tests of life.” I hope you agree with me that we
can do better. I would like to conclude by telling you about a young man who I met over 20
years ago who was one of the best SEL teachers I ever had. Eugene went to a struggling high
school in the South Bronx that became very committed to providing young people with skills in
Social and Emotional Learning as a regular part of their curriculum. One day however Eugene
was in the wrong place at the wrong time. He was on a corner in his neighborhood with his
girlfriend and realized out of the corner of his eye that the car turning the corner was going to be
a drive by shooting. He quickly pushed his girlfriend to the ground and took the bullet.

When I went to Metropolitan Hospital to visit Eugene three days after that, I walked into a
hospital ward where 1 saw more than 30 young men who looked like Eugene who were in
wheelchairs, paralyzed for life from the killing fields of NYC. When I got a chance to finally be
alone with Eugene, I asked him how he was doing. He said that he was feeling terrible until this
morning. So naturally I asked him what had happened to change that around for him. He
proceeded to say that this morning he woke up and decided to forgive the guy who pulled the
trigger that paralyzed him because he realized that he could have been the kid who pulled that
trigger if T hadn’t taught him that there was another way.

I look forward to the day when we can assure our young people that they will receive all of what
they need to be the caring, loving and committed citizens we want and need them to be. Our job
is to make sure we teach them that there is another way. Thank you for the opportunity to speak
to you today.
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WEDNESDAY, MARCH 18, 2009.

CENTER FOR LAW AND SOCIAL POLICY

WITNESS
DANIELLE EWEN

EMr. OBEY. Next, Center for Law and Social Policy, Danielle
wen.

Ms. EWEN. Chairman Obey, members of the Subcommittee,
thank you for the opportunity to testify today about the importance
of continuing to grow Federal investments in Head Start and Early
Head Start in order to support our most vulnerable: infants, tod-
dlers, preschoolers, and their families. Your support for these birth
to five programs, most recently demonstrated by the funding in-
creases they received in the economic recovery package, has long
been critical to their success.

I am testifying today on behalf of the Center for Law and Social
Policy, or CLASP. CLASP is a national nonprofit that works to im-
prove the lives of low-income people. CLASP’s mission is to improve
the economic security, education and workforce prospects and fam-
ily stability of low-income parents, children, and youth, and to se-
cure equal justice for all.

AS you know, Head Start and Early Head Start are the only fed-
erally-funded programs providing comprehensive early education
and support services for poor children and their families. Both
Head Start and Early Head Start have proven their effectiveness
in national studies that show gains in cognitive development and
physical and mental health. More importantly, both programs have
proven their effectiveness by improving the lives of children and
families.

Head Start and Early Head Start serve a diverse array of chil-
dren and families living in poverty. Seventy-seven percent of par-
ticipants across all Head Start funded programs are in families
earning below the Federal poverty level. Another 15 percent qualify
because they receive public assistance. Thirty-one percent of par-
ticipants in the programs come from homes where English is not
the primary language. A greater proportion of African-American
and Latino children participate in Head Start than do white or
Asian children.

One-third of all parents with children in Head Start have less
than a high school diploma or GED. But Head Start and Early
Head Start families are working hard to become self-sufficient. Sev-
enty percent of all Head Start families include at least one working
parent, and 13 percent of families include a parent in school or job
training. Yet, despite their best efforts, most of these families still
live in poverty and lack access to basic supports.

We know that children living in poverty face many risk factors
to healthy development, risks that often go undetected until the
children enter school. The majority of participating families receive
health and social service referrals through Head Start. Eighty-four
percent of families in Early Head Start and 73 percent in Head
Start accessed at least one service in 2008. Importantly, half of all
children in Head Start with disabilities were diagnosed during the
program year. Without the intervention of the program, it is likely
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that these issues would have gone undetected until children en-
tered kindergarten or even first grade.

To expand their reach, Head Start providers are partnering with
State pre-kindergarten, child care, and other early childhood pro-
grams to provide high quality full day and year experiences.

In Hamilton County schools in Chattanooga, Tennessee, the
school district uses Title I funds in conjunction with Head Start
funds to expand the availability of high quality classrooms.

In Birmingham, Alabama, the Head Start agency has partnered
with family child care providers to provide Head Start services in
family child care homes. Providers are trained in the model and re-
ceive the full range of professional supports. Providers also meet all
of the performance standards for every child and are monitored on
a regular basis.

Yet, even as they leverage as much support as possible, Head
Start and Early Head Start programs are unable to serve the ma-
jority of eligible children and families. Head Start is serving only
about half of eligible preschoolers and Early Head Start is serving
less than three percent of babies and toddlers.

Infants and toddlers are more likely to live in poverty, and econo-
mists predict that this recession will be longer and more severe
than any the United States has faced in recent decades, suggesting
that many more families will need the comprehensive supports that
Head Start and Early Head Start provide.

CLASP looks forward to working with the Committee to continue
to reverse the losses in recent years and ensure that early child-
hood programs, including Head Start, Early Head Start, and the
Federal Child Care Assistance Program, stay firmly on the growth
path set out in the recent economic recovery package and the 2010
budget proposal from the Administration. These investments are
vital components of economic recovery because they support the im-
portant early years of a child’s development, and that is critical to
our Nation’s future success.

Thank you.

Mr. OBEY. Thank you very much. Appreciate your time.

[The information follows:]
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Chairman Obey, members of the Subcommittee, thank you for the opportunity to testify about
the importance of growing federal investments in Head Start and Early Head Start in order to
support our most vulnerable infants, toddlers, preschoolers, and their families. Your support for
these programs has long been critical to their success.

I am testifying today on behalf of the Center for Law and Social Policy (CLASP). CLASP is a
national nonprofit that works to improve the lives of low-income people. CLASP’s mission is to
improve the economic security, educational and workforce prospects, and family stability of low-
income parents, children, and youth and to secure equal justice for all. To carry out this mission,
CLASP conducts research, provides policy analysis, advocates at the federal and state levels, and
offers information and technical assistance on a range of family policy and equal justice issues
for our audience of federal, state, and local policymakers; advocates; researchers; and the media.

As you know, Head Start and Early Head Start are the only federally funded programs providing
comprehensive early education and support services for poor children and their families. Head
Start programs provide services focused on the “whole child,” including early education
addressing cognitive, developmental, and socio-emotional needs; medical and dental screenings
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and referrals; nutritional services; parental involvement activities; and
referrals to social service providers for the entire family. Both Head
Start and Early Head Start have proven their effectiveness in national
studies; more importantly, both programs have proven their
effectiveness by improving the lives of children and families.

Head Start and Early Head Start serve a diverse array of children and
families living in poverty. Seventy-seven percent of participants
across all Head Start funded programs (including children
participating in Head Start, Early Head Start, American
Indian/Alaskan Native, and Migrant and Seasonal programs) are in
families earning below the federal poverty level; another fifteen
percent qualify because they receive public assistance.! Yet Head
Start and Early Head Start families are working hard to become self-
sufficient: 70 percent of all Head Start families include at least one
working parent, and 13 percent of families include a parent in school
or job training. Sixty-six percent of Early Head Start families have at
least one employed parent, and 22 percent have at least one parent in
school or job training. A greater proportion of African-American and

Latino children participate in Head Start than do White or Asian children.?
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Children living in poverty face many risk factors to healthy development. Low-income children
need comprehensive health and developmental services to identify and treat conditions that
negatively affect their growth and development. Recognizing this, a core part of the Head
Start/Early Head Start model is that programs must identify and meet these needs. For example,
federal Head Start Program Performance Standards require that children attending Head Start
and Early Head Start receive a comprehensive screening within 45 days of entering the program.
Head Start and Early Head Start grantees must work with parents to determine that each child
has an ongoing source of continuous, accessible health care, and is up-to-date on appropriate care
and services within 90 days. If health and/or developmental concerns are identified, Head Start
and Early Head Start staff members work to coordinate follow-up, treatment, and ongoing care
for the children. The majority of families participating in Head Start programs receive services
or referrals through Head Start; 84 percent of families in Early Head Start families and 73
percent of families in Head Start for preschool-age children accessed at least one service in 2008.

Family Services in Head Start and Early Head Start programs, 2008
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And this approach works. Head Start and Early Head Start promote better health for young
children. Among children without health insurance at entry into Early Head Start, 55 percent
obtained insurance during the program year. In 2008, 94 percent of children in the Early Head
Start program had received all immunizations appropriate for their age (or all immunizations
possible at the time) by the end of the program year—higher than national averages. According
to the Centers for Disease Control and Prevention, 80 percent of all young children nationwide
(ages 19-35 months) had received their recommended vaccination series in 2008. Among young
children living in poverty, only 75 percent had received their recommended immunizations.”
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Head Start and Early Head Start programs routinely screen children Access to services

for developmental and physical delays and provide them with the among all Head
services they need. In 2008, half of all children in Head Start with Start children, 2008
disabilities were diagnosed during the program year; without the

intervention of the program, it is likely that these issues would have %% w%

gone undetected until children entered kindergarten or even first
grade, putting them further behind their peers.

Research has demonstrated that children in Head Start and Early Head
Start benefit from the program in other ways as well, The Family and ‘
Child Experiences Survey (FACES) demonstrated that children who Health  immun-
have participated in Head Start are close to national norms in early insurance  izations
reading, writing, and math skills after kindergarten.“ Early Head Start aga 5% 88%
has also been positively evaluated, with researchers reporting that: 2- %
year-old children with at least one year of Early Head Start performed
better on measures of cognitive, language, and socio-emotional
development than their peers who did not participate, and children
who attended Early Head Start continued to outperform children in

Medical DentalHome

the control group at age 3. Parents of Early Head Start children also Home

performed better on measures of the home environment, parenting,

and knowledge of child development. These parents were also more BBeginning of pmgram year
likely to participate in job training and education and to be employed, ®End of program year

in comparison to families who did not participate in Early Head

St art.5 Source: 2008 PIR Data

These results are not surprising to the children and families who participate in Head Start and
Early Head Start programs. The success of the programs is tied to a set of core beliefs that
ensure that the needs of every child are met. Head Start providers are experts at forming
community partnerships, engaging in coordination, and reaching out to new and diverse allies in
their community. They also recognize the need for continual improvement.

As aresult, across the country, Head Start programs are partnering with state pre-kindergarten
programs to provide high-quality full-day experiences for the children in the state programs. In
Hamilton County Schools in Chattanooga, Tennessee, the school district uses Title I funds in
conjunction with Head Start funds to expand the availability of high-quality classrooms. In these
classrooms, Head Start funds ensure that the Performance Standards are met for the time children
are in the program and Title I supports the instruction of a bachelor degreed teacher for the 6.5
hour day.

In Birmingham, Alabama, the Head Start agency has taken another approach to partnerships.
Recognizing that children are in a variety of settings when working families need full-day and
-year child care, the agency has partnered with family child care providers to provide Head Start
services in family child care homes. Child care providers are trained in the Head Start model and
receive the full range of professional development and other supports; providers meet all of the
Performance Standards for each child and are monitored on a regular basis.
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Head Start and Early Head Start also partner with the child care subsidy program to help families
access full-day and -year settings, but state shortfalls in funding for child care assistance means
that parents of children who participate in Head Start and Early Head Start often cannot get help
paying for child care for the rest of the day. Programs, or individual families, must turn to
multiple funding sources to piece together a full-day, comprehensive program that meets the
needs of working families. Yet, insufficient funding for the Child Care and Development Block
Grant (CCDBG) limits the ability of many Head Start and Early Head Start programs and
families to do so and ensure that the full range of children’s and families’ needs are met.

Programs are also working to improve the quality of the services they provide to children and
families, building on the reauthorization of the Head Start program in 2007:

Among Head Start teachers serving preschool-age children, 80 percent had at least an
Associate’s Degree (A.A.) in early childhood education or a related field in 2008. In
addition, 42 percent of teachers had a Bachelor’s Degree (B.A.) or higher in early
childhood education or a related field.

Among Early Head Start teachers serving infants and toddlers, 54 percent had at least
an A.A. in early childhood education or a related field in 2008. In addition, 25 percent
of teachers had a B.A. or higher in early childhood education or a related field.
Among Early Head Start teachers without a degree in 2008, many had a credential or
were pursuing a degree program. Thirty-two percent of teachers had a C.D.A. or state
equivalent and of these teachers, 34 percent were in a degree program. Among
teachers without a degree or C.D.A., 60 percent were in a degree program or C.D.A.
training.

Teacher qualifications have increased dramatically in recent years. Across all types of

Head Start programs, in 2001, only 41 percent of teachers had at least an A A, and
only 22 percent of teachers had a B.A. or higher in early childhood education or a
related field. In 2008, across all types of Head Start programs, 75 percent of teachers
had at least an A.A., and 41 percent of teachers had a B.A. or higher in early
childhood education or a related field.

Milions of children
in families, under 5
years okd, fiving in
poverty
4.30

2002 2007

Source: Center onBudget
and Policy Priorities analysis
of March 2008 and March
2003 Current Populgtion
Survey data.

Even as they leverage as much support as possible for vulnerable
children and families, Head Start and Early Head Start programs are
unable to serve the majority of eligible children and families. Recent
estimates suggest that Head Start is serving only about half of eligible
preschool-age children, and less than 3 percent of babies and toddlers
who are eligible for Early Head Start are reached at current federal
funding levels.® Infants and toddlers are more likely to live in poverty
than older children, and recent data suggests that the percentage of
children living in poverty is increasing. Economists predict that this
recession will be longer and more severe than any the United States
has faced in recent decades,” which means that many more families
will need Head Start and Early Head Start services. Many of these
families live in poor communities with a only handful of pediatricians,
dentists, or health clinics; limited access to job training and other
supports; and few high-quality early childhood programs, making the
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Head Start and Early Head Start services even more important. Unfortunately, appropriations for
these programs have not been keeping pace with growing need.

The comprehensive approach that Head Start and Early Head Start take is currently available to
only a limited number of families. Federal funding has been limited in recent years, and
programs have had to make dramatic cuts in the number of children served, in the hours they are
available, and in the services they provide. Programs have had to limit meals, provide powdered
milk instead of more expensive real milk, stop transporting children to doctors and dentists, and
cut other critical support services.

CLASP looks forward to working with the Committee to continue to reverse these cuts and
ensure that early childhood programs, including Head Start, Early Head Start, and CCDBG, stay
firmly on the growth path that the Administration set out in the recent economic recovery
package and their 2010 budget proposal. These investments are vital components of economic
recovery, because they invest in the critical early years of a child's development, which is an
investment in our nation’s future,

Growth in Head Start and Early Head Start is necessary in FY 2010 to enable these programs to
continue to meet the needs of the young children and their families that they serve as well as
reach the growing number of unserved children who could benefit from a comprehensive early
learning experience.

! Data throughout this testimony is from the 2008 Head Start Program Information Reports (PIR)
if not otherwise noted.

2U.S. Department of Education, National Center for Education Statistics, Early Childhood
Longitudinal Study, Birth Cohort.

3 Centers for Disease Control and Prevention, “Vaccines & Immunizations, Statistics and
Surveillance: July 2007-June 2008 Table Data,” http://www.cdc.gov/vaccines/stats-
surv/nis/data/tables_0708.htm. The reported recommended vaccination rates are for the five
vaccine series known as the 4:3:1:3:3 combined series.

4 Nicholas Zill and Alberto Sorongon, Children’s Cognitive Gains during Head Start and
Kindergarten, Presentation at the National Head Start Research Conference, Washington, DC,
June 28-30, 2004.

Sus. Department of Health and Human Services. Making a Difference in the Lives of Infants
and Toddlers and Their Families: The Impacts of Early Head Start. 2002.

6 Calculations by National Women’s Law Center, based on Census data on children in poverty
and Head Start Bureau data on children served by Head Start and Early Head Start, 2006.

7 Jared Bernstein, Testimony Before the House Committee on Ways and Means, October 29,
2008. http://waysandmeans.house.gov/hearings.asp?formmode=view&id=7463
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WEDNESDAY, MARCH 18, 2009.

NATIONAL ASSOCIATION OF CHARTER SCHOOL
AUTHORIZERS

WITNESS
GREG RICHMOND

Mr. OBEY. Next, Mr. Greg Richmond, National Association of
Charter School Authorizers.

I do not know if we should let any authorizers in the room.
[Laughter.]

Mr. RICHMOND. Good morning, Chairman Obey, Ranking Mem-
ber Tiahrt, members of the Subcommittee. My name is Greg Rich-
mond and I am the President and Chief Executive Officer of the
National Association of Charter School Authorizers, or NACSA.
Thank you for the opportunity to testify before your Subcommittee
on actions that the Federal Government can take to improve qual-
ity within the charter school sector.

NACSA is a trusted resource and innovative leader for charter
school quality. We are a professional membership organization, but
our members are not charter schools; our members are the agencies
or the authorizers that oversee public schools on behalf of the pub-
lic. We have many members and perform work in many of the cit-
ies and States that you represent on this Committee.

We know that a number of cities and States across the Country
have many quality charter schools. Recent studies in Boston, New
York, Chicago, New Orleans, and Oakland are showing that char-
ter schools can raise test scores, graduate more students, and send
more students to college.

But we also know that there is nothing easy or automatic about
charter school quality, and that there are some places where there
are too many weak charter schools. We support President Obama’s
call, stated last fall and again last week, for increasing the number
of cilarter schools and for raising our standards for charter school
quality.

Since 1995, the U.S. Department of Education has spent more
than $1,700,000,000 on its Federal Charter School Program, or
CSP. While these funds have promoted the growth of the charter
school sector, they have done less to promote consistent quality
within that sector.

Currently, the CSP requires charter schools to meet very few re-
quirements, such as admitting students via random lottery and fol-
lowing basic civil rights laws. Absent are critical standards and
practices that would strengthen charter school operations and out-
comes. Congress should take several small, but important, steps to
put academic and financial quality controls in place within this im-
portant Federal program. These quality controls can be achieved
through four steps: contracts, student performance requirements,
audits, and proper monitoring.

First, contracts. The charters held by charter schools are multi-
year, multi-million dollar arrangements under which schools pro-
vide education services in exchange for receiving public funds. Yet,
by our estimate, between 10 and 20 percent of charter schools
across the Nation do not operate under a basic legal contract. This



30

is unacceptable and the CSP should require all charter schools to
operate under the terms of a legal contract.

Second, student performance requirements. Accountability is at
the core of the charter school philosophy. Yet, too many low per-
forming charter schools remain open because charter school ac-
countability requirements in their State are vague and not cen-
tered on student performance. We need to close these low per-
forming charter schools because they are not serving students well
and because they are undermining those charter schools that are
excelling. The Charter Schools Program should require that charter
schools meet the same objective measurable student performance
standards that apply to all other public schools in a State.

Third, audits. Some of the most troublesome problems in the
charter school sector have occurred due to a lack of adequate finan-
cial controls at a small number of schools. Most States, but not all
States, require charter schools to conduct annual independent, fi-
nancial audits. The Federal Charter School Program should require
all charter schools to do so.

Finally, monitoring. We know that passing new strong laws that
incentivize quality is only the first step. Laws are of little value if
no one is monitoring or enforcing them. The role of the authorizer
is to provide that oversight on behalf of the public. To this end,
Congress should require that a small portion of Federal Charter
School Program funds be used to improve the quality of author-
izing.

Since the program’s inception, State education agencies have
been allowed to use five percent of funds for their own general ad-
ministration. In the future, a portion of these funds should be used
to improve the practices of authorizers and thereby improve the
quality of monitoring. Taken together, these small but important
steps—contracts, student performance requirements, audits, and
monitoring—will go a long way toward achieving the shared goal
of President Obama and U.S. Secretary of Education Arne Duncan
to promote, support, and strengthen the charter school sector.

I appreciate this opportunity to testify on the need for quality
controls among charter schools and authorizers. By establishing
these quality controls, we will take a strong step forward in our ef-
forts to provide all of our students with the greatest educational
opportunities possible. Thank you.

[The information follows:]
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Chairman Obey, Ranking Member Tiahrt, Members of the Subcommittee, my name is
Greg Richmond, and I am the President and Chief Executive Officer of the National
Association of Charter School Authorizers (NACSA). Thank you for the opportunity to
testify before your Subcommittee on actions that the federal government can take to
improve quality within the charter school sector.

The National Association of Charter School Authorizers INACSA) is the trusted resource
and innovative leader for charter school quality. With nearly a decade of experience in
cities and states across the country - from Chicago to Denver, from New Orleans to
Oakland - NACSA is leading efforts to create and sustain high quality charter schools by
providing training, consulting, and policy guidance to authorizers and education leaders.

Authorizers are the entities empowered by state charter school laws to approve, oversee,
and evaluate charter schools. Across the country, state departments of education, school
districts, institutions of higher learning, nonprofit organizations, and municipal offices
are fulfilling this important role. When done thoughtfully, purposefully, and
professionally, authorizing creates an innovative, public market space for autonomous,
accountable public schools. Authorizers determine who can enter this new market space,
how these schools will be permitted to operate, and which schools will be allowed to
remain open and expand.

Just last week during an address to the US Hispanic Chamber of Commerce, President
Obama addressed the need for strong authorizing, stating, “the expansion of charter
schools must not result in the spread of mediocrity, but in the advancement of excellence.
And that will require states adopting both a rigorous selection and review process to
ensure that a charter school's autonomy is coupled with greater accountability — as well as
a strategy, like the one in Chicago, to close charter schools that are not working.”

Since 1995, the US Department of Education has spent more than $1.7B on its federal
Charter School Program (CSP). While these funds have promoted the growth of the
charter school sector, they have done less to promote consistent quality within that sector.
In fact, the CSP has no quality controls related to school academic performance and has
weak quality controls related to school operations and finance.

Currently, the CSP requires charter schools that receive CSP funds to meet very few
requirements — such as admitting students via random lottery and following civil rights
laws. Absent are critical standards and practices that would help to strengthen charter
school quality. Congress should take several small but important steps to immediately
put academic and financial quality controls in place within the federal program. These
quality controls can be achieved through four steps: contracts, student performance
requirements, audits, and proper monitoring.

1) Contracts - The “charters” held by charter schools are multi-year, multi-million dollar
arrangements under which charter schools provide public education services in exchange
- for receiving public funds. These arrangements should be defined in a contract that
details the rights and responsibilities of two parties: the school and its authorizer.
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By our estimate, between 10% and 20% of charter schools across the nation do not have a
contract that spells out either the school’s or the authorizer’s rights and responsibilities.
In this day and age, it is inappropriate to distribute millions of dollars for public
education without clear, transparent contracts. The lack of a contract makes it difficult
for an authorizer to protect the public’s interests and leaves the charter school vulnerable
to over regulation.

The CSP should require charter schools in states that receive CSP grants to have a
contract, executed by school and authorizer, which defines each party’s rights and
responsibilities. The contract should be for a defined term and should be considered a
privilege, not a property right.

2) Student Performance Requirements - Accountability is at the core of the charter school
philosophy. Charter schools that fail to meet high performance standards should be
closed. Yet too many low-performing charter schools remain open because
accountability standards in the charter sector are often too vague, subjective, and not
centered on student performance.

This often occurs because most states first passed their charter school laws before the
enactment of the No Child Left Behind (NCLB) Act in 2001. As a result, many states
have vague statutory language that says charter schools should “make progress” toward
achieving pupil performance standards identified in the school’s charter application,
rather than actually requiring charter schools to achieve those standards. The disconnect
between the charter school statute and subsequent NCLB requirements causes confusion
and uncertainty when poor performing charter schools come up for renewal. This
confusion is often resolved by taking the legally safe route of keeping the school open.

The CSP should require that the states receiving CSP grants hold their charter schools to
the same measurable student performance standards as other public schools in the state.

3) Audits and Public Information - Sound financial practices and systems are essential to
maintain the viability of a charter school and to assure the public that its resources are
being used appropriately. Some of the most troublesome problems in the charter sector
have occurred due to a lack of adequate financial controls.

The CSP should require charter schools in states that receive CSP grants to annually |
retain a qualified, independent auditor to conduct an annual audit of the charter school’s
financial statements and practices and to file that audit with its authorizer. CSP recipients
should be subject to the open meetings and freedom of information laws that apply to all
public schools.

4) Proper Monitoring - Finally, we know that passing new, strong laws that incent quality
is only the first step. Laws are of little value if no one is monitoring or enforcing them.
The role of the charter school authorizer is to provide that oversight on behalf of the
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public. To this end, Congress should require that a portion of CSP funds be used to
improve the quality of authorizing.

Since the CSP’s inception, state education agencies have been allowed to use 5% of their
grant funds for their own administration. These funds have almost always been used by
SEAs to balance the bottom line of their own operating budget. Instead, a portion of
these funds should be used to improve the practices of authorizers.

The CSP should be amended to reallocate the 5% administrative funds as follows:

(a) 1.5% of all federal charter funds should be retained nationally for authorizer
improvement initiatives, which may include an authorizer certification pilot or
enhanced data collection;

(b) 2% of CSP funds should be used by SEAs to improve the quality of
authorizing in their state, as set forth in each state’s applications, for planning,
training, and systems development; and

(c) 1.5% of CSP funds should be retained by SEAS for administration to
administer the program.

Taken together, these small but important steps - contracts, student performance
requirements, audits, and proper monitoring - will go a long way towards achieving the
shared goal of President Obama, US Secretary of Education Duncan, business leaders,
civil rights advocates, and innovative educators to promote, support, and strengthen the
charter school sector.

1 appreciate this opportunity to testify on the need for quality controls among charter
school authorizers. Too many students graduate from high school without the skills
necessary to succeed in college or compete in the global marketplace, and some fail to
complete high school at all.

By establishing quality controls within the charter school sector, we will take a strong
step forward in our efforts to provide all of our students with the greatest educational
opportunities possible. We should not accept anything less. We owe it to our children.
Thank you.
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Mr. OBEY. Thank you. Just a quick question. Do you happen to
know how many charter schools we would find in a small town or
rural area as opposed to how many we would find in your major
metropolitan areas?

Mr. RICHMOND. More charter schools are in major metropolitan
areas, but it does vary by State to State. Wisconsin has a pretty
significant population of charter schools outside of major metropoli-
tan areas relative to other States. Colorado also has more charter
schools outside of major metropolitan areas. But in some States it
is the opposite; they are concentrated in big cities. And that is a
function of State laws and the role of school districts in supporting
those schools.

Mr. OBEY. Thank you.

Mr. Tiahrt.

Mr. T1AHRT. Thank you, Mr. Chairman.

Mr. Richmond, you mentioned Chicago in your testimony. Are
you familiar with Secretary Duncan?

Mr. RicHMOND. Yes, I know him well. I used to work with Arne
at the Chicago Public Schools.

Mr. TIAHRT. And there are charter schools in Chicago. You men-
tioned in here that part of the plan was that if they were not work-
ing, you would close the charter schools. How would you measure
that and how did you determine success or closure?

Mr. RicHMOND. We put forward some very straightforward meas-
urements: not only test scores, but also attendance, graduation
rates, and then we did look at finances to make sure the finances
were being properly managed, and we audited those every year.

But we defined very clear measurable outcomes. In each school
we had a contract; with each school, we signed it, they signed it,
and said these are the performance expectations. If you achieve
these you will be renewed, you will stay open; if you do not achieve
them, you are at risk of being closed. During my time there, we
closed two schools.

Mr. TIAHRT. Out of how many?

Mr. RicHMOND. Out of about 30.

Mr. TIAHRT. Interesting. Thank you, Mr. Richmond.

Mr. JACKSON. Mr. Chairman?

Mr. OBEY. Thank you.

Mr. JACKSON. Very quickly.

The President said, in his most recent address to Congress, that
we cannot be a Nation—if I remember correctly—that is satisfied
with just graduating students from high school, and that someone
who is dropping out of school is not just dropping out on them-
selves, they are also dropping out on every citizen and on the soci-
ety.

Has your association ever thought about adding the college ac-
ceptance rates as a criteria to the effectiveness of the charter
school? Not that you are just graduating students from high school,
but that they are being accepted to college; that they are attending
college; and that they have a low matriculation out of the institu-
tion as one of the criteria?

Mr. RicHMOND. We are actually working on that as we speak in
a joint project with ourselves, the National Alliance for Public
Charter Schools, and a center at Stanford University, where we are
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putting forward, with Federal support, a broader set of school qual-
ity measures that include test scores, but then also include track-
ing how many students go on to college.

This was a very important lesson that we learned in Chicago
that came out of the charter sector. There was a school on the west
side in North Lawndale, in the late 1990s, that was doing a fan-
tastic job preparing kids to go to college, actually helping them
apply and make sure they got in.

Nothing like that had been happening in the regular city high
schools. Arne Duncan saw that happening at the charter school on
the West Side, he hired that gentleman from the charter school to
come into the central office of the school district and put that in
place for all high schools in the city. It is tremendously important
that all kids have the opportunity to go on to college.

Mr. OBEY. Thank you.

Ms. LEE. Question.

Mr. OBEY. Go ahead.

Ms. LEE. Good morning.

Mr. RICHMOND. Good morning.

Ms. LEE. Thank you, Mr. Chairman. Let me just ask a quick
question about the distinction between public charter schools and
private charter schools. I have been one who has been very skep-
tical of charter schools, and I am trying to hear a compelling case
to make my mind up whether I support or do not support charter
schools, because I have seen evidence both ways.

Mr. RicHMOND. Right. Except in Arizona, where they do have
something that is called private charter schools—and I honestly do
not even know what they are—everywhere else in the country, all
charter schools are public schools and, to me, the thing that makes
them public is the fact that they are publicly funded, they are pub-
licly monitored—they are accountable for finances and test scores—
and they are open to all students, they serve students on behalf of
the public. Those are the things, to me, that make them public
schools, because they have the funding, the monitoring, and the
service to all students. They cannot discriminate, they cannot ad-
minister tests. They have to be open to all.

Mr. OBEY. Mr. Cole.

Mr. CoLE. Thank you, Mr. Chairman.

It is my understanding, Mr. Richmond, that, in the wake of Hur-
ricane Katrina, your organization did a lot to get charter schools
up and operational in New Orleans. Obviously, you have got a pret-
ty concentrated experience there, and experiment. I am just curious
what your observations are, what role they played, how successful
they have been.

Mr. RicHMOND. I think that the work has been very successful.
It certainly is not something we have done alone, but I traveled to
Louisiana shortly after Hurricane Katrina, first met with State Su-
perintendent Cecil Picard. I now work closely with State Super-
intendent Paul Pastorek. Every charter school that has opened in
New Orleans since the hurricane, our association has evaluated on
behalf of the State of Louisiana and made those recommendations.

But it is not just us. The real strength of this is that New Orle-
ans public education before the hurricane was really almost a life-
less system. There was no hope in the city that anyone could fix
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what was happening in the traditional school district. Afterwards,
by opening up so many charter schools has really created a lot of
opportunity. There is a much greater level of engagement: commu-
nity engagement in schools, parent engagement in schools, teacher
engagement. Much greater optimism.

And the real importance of that, when all is said and done, the
charter schools that have opened in New Orleans since the hurri-
cane are performing 50 percent higher on the State’s academic per-
formance system than the schools that the State opened at the
same time. Same kids; same neighborhoods; anyone can go to ei-
ther school. The charter schools are performing 50 percent higher
than the traditional schools opened by the State.

Mr. OBEY. Thank you.

Mr. RicHMOND. Thank you.

Mr. OBEY. Let me simply observe that I hope people understand
that just because members on the Committee do not ask questions
of most witnesses, that is not because of a lack of interest; we are
trying to stifle ourselves so that as many people have an oppor-
tunity to talk here today as possible. Something about Mr. Rich-
mond’s testimony or else the subject matter itself triggered an un-
usually long round of questions. So you ought to try to figure out
what that was, because you certainly had everybody’s interest.

Mr. RiICHMOND. I am a native of Wisconsin, Mr. Chairman, so
that has to be what it was.

Mr. OBEY. Aha. Well, I hope it is Northern Wisconsin.

WEDNESDAY, MARCH 18, 2009.

NATIONAL ASSOCIATION OF STATE DIRECTORS OF
SPECIAL EDUCATION

WITNESS
MARY WATSON

Mr. OBEY. Okay, next, Helen Blank, National Women’s Law Cen-
ter.

Oh, I am sorry, I got ahead of myself. First it is National Asso-
ciation of State Directors of Special Education, Mary Watson. Sorry
about that.

Ms. WATSON. Good morning, Mr. Chairman and members of the
Committee. My name is Mary Watson, Director of Exceptional
Children Division for the Department of Public Instruction for the
State of North Carolina. I am speaking to you today as President
of the Board of Directors for the National Association of State Di-
rectors of Special Education. NASDSE is the national not-for-profit
association that represents State directors of special education. I
thank you sincerely on behalf of NASDSE for the opportunity to
appear before you this morning to talk about funding for special
education programs under the Individuals with Disabilities Edu-
cation Act, known as IDEA.

Mr. Chairman and members of the Committee, I first want to
thank you sincerely for including support for special education in
the American Recovery and Reinvestment Act. In North Carolina,
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this came at a critical time, when services for students with dis-
abilities were about to be suspended or teachers laid off.

While these funds are going to help States in the short term, for
the next two years, we remain concerned about the long-term fund-
ing for IDEA. Even with the national budget crisis, no child with
a disability can be turned away from our public schools.

My testimony will briefly address four parts of IDEA and funding
for each of these parts.

The first is the Part B program, which serves children ages 3
through 21. When IDEA was reauthorized in 2004, the authorizers
spoke about putting IDEA on a glide path to full funding. We ask
you to appropriate funding for Part B for the fiscal year 2010 that
will bring it closer to the full funding.

Section 619, a program that serves children ages 3 to 5. Presi-
dent Obama and Secretary Duncan have made pre-K programs one
of their educational priorities. Section 619 was level-funded in fis-
cal year 2009, which represents a funding cut due to the across-
the-board spending cuts in fiscal year 2008 appropriations. We urge
you to provide a 10 percent funding increase for the Section 619
program.

The Part C program serves infants and toddlers from birth to age
two. We have compelling evidence that indicates if services are re-
ceived early on, they can help mitigate the services required at a
later date, thus reducing costs of special education when children
enter school. It is important that these children be identified and
services be provided as soon as possible. While this Committee has
increased funding slightly for Part C in fiscal year 2009, we request
the Committee again consider increasing fund for the Part C pro-
gram in recognition of the importance of identifying and meeting
the needs of this young and vulnerable population.

The Part D program, the fourth part, provides valuable support
to State education agencies and through State education agencies
to the local education agencies. NASDSE would like to thank this
Committee for increasing funding for several of the Part D pro-
grams in the fiscal year 2009 Omnibus bill. I would especially like
to mention two of the programs of critical importance.

The Regional Resource Centers that are funded through the tech-
nical assistance and dissemination line item in Part D is the first.
These centers, over the years, have provided invaluable, hands-on
support to States.

The State Personnel Development Grants, known as the SPDGs.
From my own personal experience, I thank you for restoring the
SPDGs in the fiscal year 2009 Omnibus bill that President Obama
has just signed into law. This program is critical to supporting the
personnel programs and special education which caused increased
outcomes for students with disabilities.

In North Carolina, because of the professional development that
was made possible through this funding, students with disabilities
have more than double the progress made by their non-disabled
peers in reading. For students with disabilities who were taught
math by teachers who were trained using the SPDG funding, these
students increased 27 percentage points, while regular education
students only increased 3 percentage points. With respect to dis-
cipline of schools implementing positive behavior supports, office
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discipline referrals have decreased, increasing instructional time,
thus increasing achievement scores.

Across the States, the SPDG funding is used in various ways. In
sum, this funding remains critically important to States and to stu-
dents. NASDSE requests that you return this program to its origi-
nal funding level by adding just $2,000,000 and provide a 10 per-
cent increase for the other Part D programs.

Mr. Chairman, this concludes my testimony. I would be happy to
answer any questions. Thank you.

[The information follows:]
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Mr. Chairman and Members of the Committee:

My name is Mary Watson, Director of the Exceptional Children Division for the
Department of Public Instruction for the State of North Carolina. | am here in my
capacity as the President of the Board of Directors of the National Association of State
Directors of Special Education. NASDSE is the national not-for-profit association that
has represented the state directors of special education in the states, federal territories,
the Department of Defense, the Bureau of Indian Education and the Freely Associated
States since 1938. 1 thank you on behalf of NASDSE for the opportunity to appear
before you this morning to talk about funding for special education programs under the

Individuals with Disabilities Education Act (IDEA).

Mr. Chairman and Members of the Commiittee, | first want to thank you for including
support for special education in the American Recovery and Reinvestment Act (ARRA).
The $12.2 billion targeted specifically for IDEA and the option to use the State Fiscal
Stabilization Funds for special education will support some of the critical initiatives that
are producing positive outcomes for students with disabilities that states are trying to

implement and scale-up, but have lacked the fiscal resources with which fo do so.

While the ARRA funds will help states in the short term, our members and their local
special education colleagues remain concerned about the long term funding picture for
IDEA. As you know, funding for IDEA is broken out into four broad categories: the Part

B grants to states; the Section 619 pre-school program; the Part C infant/toddler
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program and the Part D technical assistance program. My testimony will briefly address

funding for each of these programs.

Part B Grants to States. The Part B program, which serves children with disabilities
ages 3-21, is the largest component of IDEA and as such, it gets the most attention
from this Committee, which has continued to provide incremental increases over the
past few years as well as the ARRA funding that has literally doubled funding for the
Part B program. Unfortunately, the huge increase provided by the ARRA will only last
for two years. Half of the students with disabilities will not go away in FY 10 or FY 11
after the ARRA funds are gone and that is why it is so important that you continue your
commitment to significantly increase funding for the Part B program in FY 10. We note
that when IDEA was reauthorized in 2004, the authorizers spoke about putting IDEA on
a ‘glide path’ to full funding. Unfortunately, we are not close to those glide path numbers
even as we are nearing the reauthorization date for the IDEA. We urge the Committee
to appropriate funding for Part B for FY 10 that will bring it closer to the goal of full

funding. To move towards this goal, we ask for an appropriations level of $15.7 billion.

Section 619. The Section 619 program, which serves children ages 3-5, received $400
million in funding in the ARRA, but as is true for the Part B funding, these are short term
funds that will only last for two years. Funding for Section 619 has either stagnated or
been cut over the past few years. President Obama has noted the importance of pre-K
programs in improving educational outcomes for all children and Secretary Duncan has
listed improving and expanding pre-K programs as one of his priorities. To ensure that

all children get off to a good start and come to school ready to learn, we believe that it is
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critically important that children with disabilities have this same access to high quality
pre-K programs that are specifically designed to support their individual needs. We
note that Section 619 was level funded in FY 09, which represents a cut in funding due
fo the across-the-board spending cuts in the FY 08 appropriations. We therefore urge
you to provide a 10% funding increase for the Section 619 program, which would raise

funding for the program to $412 million.

Part C. The Part C program, which serves infants and toddlers from birth through age 2,
received $500 million in the ARRA and in contrast to the 619 program, has seen modest
increases in funding over the past few years. There is compelling evidence that
indicates that if services are received early on, they can help to mitigate the services
required at a later date, thus reducing the costs of special education when children
enter school. But it is not just for this reason that we urge an increase in funding for this
program. When infants and toddlers are identified at such a young age, their disabilities
tend to be more severe and their parents may need help in leaming to care for them. it
is important that these children be identified and that services be provided as soon as
possible. While this Committee increased funding slightly for the Part C program in FY
09, we request that the Committee consider increasing funding for the Part C program
to $482 miltion for FY 10 in recognition of the importance of identifying and meeting the

needs of this young and vulnerable population.

Part D. The Part D programs provide invaluable support to the state education agencies
and through them to the local education agencies. | would like to specially mention two

programs of critical importance to the state directors:
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The Regional Resource Center programs that are funded through the technical
assistance and dissemination (TA&D) line item in Part D. These centers over the
years have provided invaluable ‘hands on’ support to the states, including on-site
support, document review, assistance with preparation for monitoring visits and
specific targeted assistance. Not enough can be said about the value of their
partnership with the state directors of special education.
The State Personnel Development Grants (SPDGs). From my own personal
experience, | want to thank you for restoring funding for the SPDGs in the FY 09
Omnibus bill that President Obama just signed into law. The support that the
state directors have through the U.S. Department of Education’s Office of Special
Education Program’'s SPDG program is critical to supporting personnel programs
in special education throughout the country.
o Across the states, SPDG funding is used for a variety of purposes. Just to
give you a feeling for how SPDG funds are used: Forty-one states use
their funds for differentiating instruction; 35 for induction and mentoring; 23
for leadership development; 35 for professional development; 27 for
progress monitoring; 36 for reading/literacy; 38 for scaling up best
practices; 37 for family engagement; 26 for early childhood; 12 for low-
incidence disabilities, including autism. The Department of Education

maintains a website, www.signetwork.org, where you can find a chart that

depicts how SPDG funds are being used in all the states.
o In the remaining minute that | have, I'd like to share some data from North

Carolina’'s SPDG or State Improvement Grant (SIG education programs).
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Because of the professional development that was made possible with the
SPDG funding, students with disabilities more than doubled the progress
made by their nondisabled peers in reading over a five-year period.
Students with disabilities who were taught math by teachers trained with
the SPDG funding increased by 27 percentage points as compared with
three percentage points for other students. With respect to discipline, of
schools implementing positive behavior supports using SPDG funds, office
discipline referrals decreased significantly.

o In sum, the SPDG remains a critically important program for the states.
NASDSE requests that you return the SPDG program to its original

funding level of $50 million.

Mr. Chairman, this concludes my formal testimony. | thank you on behalf of NASDSE for
the opportunity to appear before you this morning to talk about funding for special
education programs. | would be happy to answer any questions that you or members of

the Committee may have.
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Mary N. Watson

Director

Exceptional Children Division

North Carolina Department of Public Instruction

Mary Watson is the Director of the Exceptional Children Division with the North Carolina
Department of Public Instruction. Prior to her current position, Mary served as Section
Chief for the Policy, Monitoring and Audit Section of the Exceptional Children Division.
She began her career in the North Carolina public school system in 1972 following
graduation from Appalachian State University with a bachelor’'s degree in Elementary
Education. She went on to complete Masters degree programs in Elementary
Education, Exceptional Children and Administration. Mary has teaching experience in
the areas of preschool, elementary and middle schools regular and special education
and aduit education. She has also worked as the Title VI B grant administrator for the
State of North Carolina, a compliance consultant and as a regional consultant for
special education. Mary has a passion for children and is dedicated to the provision of
quality educational experiences for all children.

Mary and her husband, Ed, live in Raleigh, North Carolina. They have two grown

children.
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National Association of State Directors of Special

Education

Schedule of Expenditures of Federal Awards for
the 15-month Period Ended September 30, 2008

Direct Grants:

(HU.s.
Department of
Education

2)u.s.
Department of
Education

(3)U.S.
Department of
Education

@us.
Department of
Education

(5) U.s.
Department of
Education

Indirect Grants:

(Hyu.s.
Department of
Education

{2)U.8.
Department of
Education

(3hHU.s.
Department of
Education

Project Title

State/Federal Information Administrative
Information Exchange Program (Forum)

The IDEA Partnership Project

The IDEA Partnership Project - Pass
through

The National Coordination and
Dissemination Center to improve
Strategies for the Recruitment &
Retention of Qualified Personnel for
Children with Disabilities

Charter Schools Unsolicited Grants (TA
Customizer)

Councit of Chief State School Officers -
Center for Teacher Quality (INTASC)

National Center Secondary Transition
and Post School Outcomes

The Technical Assistance Center on
Assessment (Outcomes)

Grant
Number

H326F0500
0t

H326A030
002

H326A030
002

H326P030
002

U282U030
007A

‘H325M020
001

Unknown

H326G050
007

Federal
Expenditures

$ 529,567

2,506,943

299,303

754,760
349,157

41,820

12,417

50,128
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WEDNESDAY, MARCH 18, 2009.

NATIONAL WOMEN’S LAW CENTER

WITNESS
HELEN BLANK

Mr. OBEY. Now, we will hear from Helen Blank, National Wom-
en’s Law Center.

Ms. BLANK. I am from Michigan. Not close enough, I guess.

Chairman Obey, members of the Subcommittee, thank you for
the opportunity to testify. The National Women’s Law Center
works to increase low income women’s access to Head Start, Early
Head Start, and child care because they are all key to ensuring a
family’s economic security and their children’s futures. We welcome
your strong support for these programs.

Head Start was founded on one very common sense principle:
children do not come in pieces. Helping children to exceed involves
addressing the full array of factors that affect their development,
most notably, the role that their parents play in their lives.

With its comprehensive approach to early childhood, Head Start
and Early Head Start are fundamental building blocks of a high-
quality early education system. Data is clear that low-income chil-
dren such as those targeted by Head Start often start out at a dis-
advantage. Head Start is dedicated to these children who need the
most intensive help. It offers them high-quality early education, as
well as other supports. This comprehensive approach is not rep-
licated in most other early education programs.

In Head Start, social workers help stressed families work
through the challenges of unstable jobs, abusive relationships, and
inadequate housing, as well as the depression and sense of hope-
lessness that comes from living on the edge. Health workers make
sure children are screened and treated, and help parents navigate
the community’s health system, bringing children in rural areas to
dentists that are miles away. Staff help parents become partners
in their children’s education. Programs collaborate with job train-
ing programs and local colleges to aid parents in gaining skills and
returning to school. Fathers are helped to strengthen the connec-
tion they need with their children and their families.

What does this mean? A four-year-old boy came to an organ pro-
gram quiet and withdrawn. The annual screening process identified
him as hearing impaired and, after a referral to a local pediatrician
and audiologist, he was found to be profoundly deaf. Through the
efforts of Head Start staff, the child received intensive sign lan-
guage education. Staff worked with the family, who only spoke
Spanish, to access high-quality medical services. They also assisted
the family in obtaining Cochlear implants for their son.

Head Start is also comprehensive in its approach to early learn-
ing, addressing language, math, literacy, science, as well as phys-
ical health, approaches to learning, social and emotional develop-
ment, and creative arts.

Head Start is dynamic; it is constantly improving and updating
its standards. The last reauthorization, which received strong bi-
partisan support, continued to strengthen the program with strong-
er standards in literacy and math, stronger requirements for teach-
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ers, tougher accountability requirements for boards of directors, in-
creased program reviews, a requirement for more programs to com-
pete to renew their grants, increased requirements for collaboration
with local school districts, and, very importantly, an increased
focus on infants and toddlers.

Unfortunately, until the much welcomed increase for Head Start
in the ARRA and the Omnibus bill, Head Start funding had been
virtually flat since 2002. Instead of focusing on the goals of the re-
authorization, programs had to make due with less: cutting the
number of hours and days, reducing staff, cutting training, not re-
placing equipment or buying new books, reducing or eliminating
transportation for children to the core program and to medical and
dental appointment, threatening the poorest children’s access to
Head Start.

Programs have had less access to child care funds, making it
more difficult to support full day services. The lack of child care
funding is a significant challenge for Head Start parents and for
countless others. That is why we are also grateful for the increase
in CCDBG included in the ARRA and the Omnibus bill.

The funding included in the economic recovery legislation dem-
onstrated a recognition that Head Start helps our economy today
and in the future. We look forward to working with this Committee
to ensure that Head Start, Early Head Start, and child care con-
tinue on the growth path the Administration has set out, because
it underscores the importance of investing in the critical early
years of a child’s development.

It is essential, in fiscal year 2010, to enable these programs to
continue to meet the needs of the low-income young children and
families they serve, as well as reach the growing numbers of
unserved children ages zero to five.

Thank you very much for all your support.

Mr. OBEY. Thank you.

[The information follows:]
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Helen Blank
Director, Leadership and Public Policy, National Women'’s Law Center, Washington, DC 20036
Testimony Before the Subcommittee on Labor, Health and Human Services, Education and
Related Agencies on the Head Start Program in the Department of Health and Human Services,
March 18, 2009, 10:00 am.

Summary: The funding included for economic recovery demonstrated a recognition that Head
Start and Early Head Start help our economy today—by employing teachers, directors, and
support staff and offering job training and employment supports to parents—and helps our
economy tomorrow—by giving children the skills and motivation they need to succeed. It made
a down payment on the President’s commitment to improving early childhood as the cornerstone
of any education improvement effort.

Head Start and Early Head Start are exceedingly important because of the comprehensive
supports they offer to the most disadvantaged low-income children. Head Start was founded a
very common sense principle: children don’t come in pieces. Helping children to succeed
involves addressing the full array of factors that affect their development—most notably the role
their parents play in their lives.

Children coming into Early Head Start and Head Start face many barriers. Nearly one-third of
parents with children in Head Start have less than a high school diploma or GED.

Head Start offers these children high-quality early education as well as an extensive range of
other supports. Head Start is comprehensive in its approach to early learning as well. Nearly
four decades of research establish that Head Start improves the school readiness of young
children. Despite the barriers they face, children—with the help of Head Start—catch up.

Head Start has a dynamic, constantly working to improve support to children. Program quality
standards have been continually updated. Recognizing the imnportance of the earliest years, in
1993 Early Head Start was created. The 2007 reauthorization continued to strengthen the
program by establishing stronger program standards in literacy and math, stronger requirements
for teachers, tougher requirements for Head Start Boards of Directors, increased program
accountability, a requirement for more programs to compete to renew their grants, increased
requirements for collaboration with local school districts and an increased focus on infants and
toddlers.

Until this year, Head Start’s funding had been virtually flat since 2002. Programs were forced to
make do with less while striving to give children and families what they need.

Programs also have had less access to child care funds through Child Care and Development
Block Grant, making it more difficult to combine Head Start and child care funding to support
full-day services for families who need it.

We look forward to working with the Committee to ensure that Head Start and Early Head Start
continue on the growth path that the Administration has set out in the ARRA because it
underscores the importance of investing in the critical early years of a child’s development. Itis
essential in FY 2010 to enable these programs to continue to meet the needs of the low-income
young children and families that they serve, as well as reach the growing number of unserved
children ages 0 to 5 who could benefit from a comprehensive early learning and care experience.
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Chairman Obey, members of the Subcommittee, thank you for the opportunity to testify about
the importance of Head Start and Early Head Start to improving the futures of young children.

I am testifying today on behalf of the National Women’s Law Center. The Center is a nonprofit
organization that has worked since 1972 to advance and protect women’s legal rights. The
Center focuses on major policy areas of importance to women and their families. We work to
increase low-income women’s access to Head Start, Early Head Start, and child care because
they are all key to ensuring these families’ economic security and their children’s futures.

1 welcome the opportunity to speak to you today about Head Start and Early Head Start and your
strong support for the programs most recently evidenced by the increased funding included in the
ARRA and the Omnibus appropriations bill. The Center believes that Head Start and Early Head
Start are exceedingly important and special programs because of the comprehensive supports
they offer to the most disadvantaged low-income women and children. Head Start was founded
on one very common sense principle: children don’t come in pieces. Helping children to succeed
involves addressing the full array of factors that affect their development—most notably the role
their parents play in their lives. With their comprehensive approach to early childhood, Head
Start and Early Head Start are fundamental building blocks of the high-quality early care and
education system that the President aims to achieve.

Children coming into Early Head Start and Head Start face many barriers. The majority live in
families with incomes below the federal poverty level. Nearly one-third of parents with children
in Head Start have less than a high school diploma or GED.! Over one-quarter of children
served in Head Start come from homes where English is not the primary language spoken at
home.? Thirteen percent of Head Start children have a disability—most commonly a speech or
language impairment.® Slightly over half of those children determined to have a disability are
diagnosed after entering Head Start.*

Studies have demonstrated that low-income children such as those targeted by Head Start often

start out at a disadvantage. Low-income children may have more limited vocabularies, be read
to less often and live in homes with fewer books.” Without the strong start that they need prior to

11 Dupont Circle NW ® Suite 800 ® Washington, DC 20036 ® 202.588.5180 w 202.588.5185 Fax ® www.nwlc.org
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entering kindergarten to set them on the path to success, low-income children often fall even
further behind their peers once they are in school. For example, first-graders from non-poor
families are more likely to recognize words by sight than first-graders from poor families and
twice as many first-graders from non-poor families are proficient at understanding words in
context, multiplication, and division as first-graders from poor families.®

Head Start is dedicated to the children who need the most intensive help, and it offers these
children high-quality early education as well as an extensive range of other supports. This
comprehensive approach is key to the program’s success—and is not replicated in most other
early education programs. In Head Start, social workers help stressed families work through
the challenges of unstable jobs, abusive relationships, and inadequate housing, as well as the
depression and sense of hopelessness that comes from living on the edge. Health workers make
sure that children are screened and treated for their health problems and help parents navigate
their community’s health care system, finding hospitals that can offer life-saving treatment for
their children or bringing children in rural areas to dentists that are miles away. Trained staff
help parents become partners in their children’s education. Programs collaborate with job-
training programs at local colleges to aid parents in gaining skills and returning to school.
Fathers are given opportunities to strengthen their connection with their children and their
families.

‘What does this mean for a child or a parent in a Head Start program?

* In one rural area in Pennsylvania, pediatric dentists were rare. Head Start made
several trips each year to Scranton, taking to the dentist children whose mouths
need so much work that local dentists won’t treat them. Parents didn’t have the
means to drive 180 miles, so the Head Start program arranged for their
transportation.

» A four-year-old boy came to an Oregon program quiet and very withdrawn.
Through the annual screening process, he was identified as hearing impaired, and
after a referral to a local pediatrician and audiologist, was found to be profoundly
deaf. Through the efforts of Head Start staff members, the child is currently
receiving intensive sign language education and staff are working with the family,
who only speaks Spanish, to access high-quality medical services. They are also
assisting the family in obtaining cochlear implants for their son.

e In a Massachusetts program, a Bosnian family with limited English proficiency
received extensive support through Head Start. With the mother not driving, the
family support worker with Head Start took the family each week, sometimes by
train to help the family become familiarized with the public transportation system,
to their child’s dental appointments at Tufts University, The Head Start program
has helped the family to apply for and receive Food Stamps, and through Head
Start, the mother participates in a weekly program designed to help non-English
speakers learn basic English communication skills.

NATIONAL WOMENS LAW CENTER, March 2009, pg. 2
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e In Washington state, Ellie was born six weeks premature, addicted to the heroine
that her birth parents had used. At two, she was adopted by her aunt, who brought
her to Head Start at age four. She had temper tantrums that lasted for two hours.
While the program’s teachers worked with Ellie on her pre-reading and math
skills, Head Start social workers and nurses found Ellie and her aunt the
counseling and other services they needed to help Ellie deal with abandonment
and all the other issues she faced. Ellie became a successful elementary school
student.

Head Start is comprehensive in its approach to early learning as well. Head Start standards
address language, math, literacy, and science, as well as physical health, approaches to learning,
social and emotional development, and creative arts. In many communities, Head Start and Early
Head Start programs are the only early education program addressing this range of development
and learning areas.

Nearly four decades of research establish that Head Start improves the school readiness of young
children. Despite the barriers they face, poor children—with the help of Head Start—catch up.
Head Start children, on average, enter the program below nattonal norms on early literacy. After
kindergarten, they are close to national norms in early reading, writing, and math skills,
according to the Family and Child Experiences Survey.” The program narrows the gap between
disadvantaged children and all children in vocabulary and writing skills. The Head Start Impact
Study, a national random assignment study using data collected during the fall 2002-spring 2003
school year, found that the program had statistically significant impacts on cognitive, social, and
emotional development, health, and parenting practices.

Head Start has been a dynamic program, constantly working to improve services to children. For
the past four decades, Head Start has incorporated child development research and worked to
increase the quality of programs while expanding the number of children served. Program
quality standards have been continually updated. With increasing evidence demonstrating that
the earlier children and their parents are reached, the better their chance of success, Head Start
responded. In 1993, recognizing the importance of the earliest years to a child’s development,
Early Head Start was created.

The last reauthorization in 2007, approved with broad bipartisan support, continued to strengthen
the program through several measures, including:

» Stronger program standards in literacy and math.

s Stronger requirements for teachers and assistant teachers. The legislation requires all
teachers to have an AA degree by 2011 and sets a goal that at least half of all teachers
have a BA degree by 2013.

o Tougher accountability and transparency requirements for Head Start Boards of
Directors.

NATIONAL WOMENS LAW CENTER, March 2009, pg. 3



56

e Increased program accountability. In addition to a comprehensive monitoring review
every three years, programs will be subject to unannounced visits.

¢ A requirement for more programs to compete to renew their grants.
o Increased requirements for collaboration with local school districts.

¢ Increased focus on infants and toddlers. Recognizing the importance of the earliest years,
half of all Head Start expansion funds are now targeted to Early Head Start. In addition,
there are increased opportunities for programs serving preschool-age children to convert
to serving infants and toddlers.

Unfortunately, until the much-welcome increase for Head Start and Early Head Start included in
the ARRA and the increase in the recently passed Omnibus Appropriations bill, Head Start’s
funding had been virtually flat since 2002, making it challenging for programs to accomplish the
goals of the reauthorization. Instead, programs were forced to make do with less while striving
to give children and families what they need. Programs cut the number of hours and days they
offered during the school year, eliminated summer hours, reduced staff, cut training, could not
replace equipment or buy new books, and reduced or eliminated transportation for children to the
core program as well as transportation to medical and dental appointments, threatening the
poorest children’s access to Head Start.

Head Start and Early Head Start programs also have had less access to child care funds with
Child Care and Development Block Grant (CCDBG) discretionary funds frozen from 2002 until
this year, making it more difficult to combine Head Start and child care funding to support full-
day services for families who need it. Seventy percent of Head Start families have at least one
working parent, and 14 percent include a parent in school or job training,” but many Head Start
programs only operate on a part-day schedule. As a result, the lack of child care funds is a
significant challenge for Head Start parents and for countless others. Only one in seven children
eligible for federal child care assistance currently receive help.'® That is why we are also
grateful for the increase in CCDBG included in the ARRA.

With the current econony, more families than ever need the type of support that Head Start and
Early Head Start offer. The funding included the economic recovery legislation demonstrated a
recognition that Head Start helps our economy today—by employing teachers, directors, and
support staff and offering job training and employment supports to parents—and helps our
economy tomorrow—by giving children the skills and motivation they need to succeed. It made
a significant down payment on the President’s commitment to improving early childhood as the
cornerstone of any education improvement effort. With increased support, Head Start can
continue to strengthen its role in bolstering our economic well being now and in the future. We
look forward to working with the Committee to ensure that Head Start and Early Head Start
continue on the growth path that the Administration has set out in the ARRA because it
underscores the importance of investing in the critical early years of a child’s development. It is
essential in FY 2010 to enable these programs to continue to effectively meet the needs of the
low-income young children and families that they serve, as well as reach the growing number of

NATIONAL WOMENS LAW CENTER, March 2009, pg. 4
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unserved children ages 0 to 5 who could benefit from a comprehensive early learning and care
experience.
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Curriculum Vitae
Helen Blank
Director of Leadership and Public Policy

Helen Blank, as Director of Leadership and Public Policy at the National Women’s Law
Center, leads the Center’s work on early education, as well as its leadership activities including
PLAN, the Progressive Leadership and Advocacy Network, a program for emerging leaders on
low-income women’s issues.

Previously Ms. Blank served 24 years as the director of the Child Care and Development
Division at the Children's Defense Fund. While at the Children's Defense Fund Ms. Blank
spearheaded a variety of efforts for improved early learning legislation. In an effort to pass the
Act for Better Child Care, the first comprehensive federal child care legislation, she organized
the Alliance for Better Child Care. Additionally she developed a guide for the implementation of
the legislation that was widely used by state policymakers and child care leaders. She was a
principal figure in the development of Child Watch, a project in collaboration with the
Association of Junior Leagues, which monitored the effects of the 1981 budget cutbacks on
children and families. In 1991, she led an effective campaign to convince the Bush
administration to issue regulations for a program that allowed states to use the new federal funds
in the best interests of children. She was also a leader in efforts to expand and improve the child
care provisions in welfare reform, subsequently developing a guide to assist states in
implementing the provisions. In addition, she created the Child Care Now!® Campaign, an
ongoing initiative, which attempts to focus attention on early care and education.

At CDF, she created and ran an emerging leaders program for rising leaders in early
childhood education.

Prior to her work at the Children’s Defense Fund, she spent two years at the Child
Welfare League of America where she was instrumental in the development of child welfare
reform legislation. Working with the National Child Nutrition Project, she directed a model food
stamp outreach campaign in the Washington Metropolitan area that increased food stamp
participation, and resulted in major improvements in the administration of the program in several
local jurisdictions. In addition, she helped advocate for replication of this campaign in a number
of states. She also developed an effort to create local hunger task forces.

Ms. Blank is a member of the T.E.A.C.H.®Early Childhood Advisory Committee, the
board of Teach for America’s Prekindergarten Initiative, the Child Care Food Program Sponsors’
Forum, and the Advisory Board for LISC, the Local Initiative Support Corporation. Ms. Blank
has a Bachelor’s Degree from the University of Michigan and a Master’s Degree in Urban
Planning from Hunter College of the City University of New York.
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WEDNESDAY, MARCH 18, 2009.

UNITED TRIBES TECHNICAL COLLEGE
WITNESS
DAVID GIPP

Mr. OBEY. Next we will hear from Dr. David Gipp, United Tribes
Technical College.

Mr. Gipp. Thank you, Mr. Chairman. It is an honor to be here.
I might say this is only the third time in the 35 years I have been
in Indian education and education that I have been able to appear
before this Committee, so it is a great honor to be here.

Mr. OBEY. Well, you have been lucky to avoid us so far.

[Laughter.]

Mr. Gipp. Thank you for having here, on behalf of our tribal com-
munities. I am President of United Tribes Technical College, which
has been around for about 40 years. We celebrate our fortieth anni-
versary this coming year here and we appreciate the opportunity.

I am going to get straight to the point and note our request, Mr.
Chairman, and that is that we are requesting that the authorized
programs under the Carl Perkins law, Section 117, that the
amounts of $8,500,000 or $727,000 above the fiscal year 2009 en-
acted level be provided for principally two schools, United Tribes
Technical College and Navaho Technical College, which benefit by
this. Together, we serve close to 2,500 students and about 500 chil-
dren on our campuses.

United Tribes is located in Bismarck, North Dakota, and we
serve, as I mentioned, between 20 to 60 different tribes from
throughout the region and throughout the Nation, along with 400
to 500 children on our campus, and we offer a comprehensive
model that includes both early childhood centers, as well as a K
through 8 elementary school that works principally with our adult
population in 17 different areas of career and technical education.
This is part of the benefit from the Carl Perkins law.

The second request that I will speak to is also providing for
added funding under Title III and Title III-A of the Higher Edu-
cation Act for the tribal colleges and universities, of which there
are 37 throughout the United States, serving approximately 30,000
students throughout the United States of America. So we ask that
those not only be reauthorized, but that the funds be provided for
adequacy so that these institutions can continue in the develop-
ment phases of their post-secondary programs, as well as needed
construction facilities. All of these schools, with the exception of
one or two, do not receive State appropriated dollars and they do
notbhave the benefit of local tax bases, as is the case with United
Tribes.

I mentioned, in the case of United Tribes, that we are a com-
prehensive model, and I mentioned some of the array of services
that we provided. I will also highlight that we have about an 80
percent retention rate, a 94 percent job placement rate in the fields
for which students graduate and go on, in many cases, to four-year
institutions. We have a very good return on our investment and we
have achieved our highest level of accreditation through the North
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Central Association for Tenures. In 2011 we are up for our com-
prehensive, and we look forward to expanding our programs.

I should mention the need for providing these funds, and that is
that about 51 percent of our population throughout Indian Country
or where there are tribal populations is now under the age of 25,
and, in many cases, 51 percent or more of that population is under
the age of 18. We have a growing population. So the challenge is
to meet the needs of this population in terms of education and
training, so that is the role for us as we see it.

We will grow, in the case of United Tribes, from about an aver-
age of 1,100 students to about 5,000 students in the course of the
next five years. That is how we look at it in terms of what is hap-
pening throughout our various communities. We offer courses that
range from the licensed practical nursing, to criminal justice, to
auto mechanics and the standard trades, to online education and
five degrees that we provide therein.

So those are just some of the things that I mentioned, Mr. Chair-
man, and we would greatly appreciate the continuation of support
of these institutions, given the fact that the previous Administra-
tion tried to zero us out this past year and Congress saw the wis-
dom of continuing the support of these very valuable institutions.
Thank you.

Mr. OBEY. Thank you.

[The information follows:]
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Witness: Dr. David M. Gipp
President
United Tribes Technical College
Bismarck, North Dakota

Hearing: Matrch 18, 2009
10 a.m.

Representing: United Tribes Technical College
Testimony Summary:
¢  United Ttibes Technical College is operated by the five Indian tribes in North

Dakota, and has been providing education to Indian students from the Great Plains
and around the nation for 40 years. We offer 17 two-year degtee and 11 certificate

programs.
¢ UTTC s fully accredited; has an 80% retention rate and a placement rate of 94 %.
Ouz appropriations requests are authorized in current Jaw:
¢ $8.5 million under Section 117 of the Perkins Act, Tribally Controlled Postsecondary

Career and Technical Institutions. Perkins funds represent about half of our core
funding. We do not have a tax base or state-appropriated funds on which to rely.

s Increased funding under Title IIT and I11-A of the Higher Education Act (developing
institutions) for facility construction. UTTC will be applying for funds for to help
construct a technology and science building.



63

UNITED TRIBES TECHNICAL COLLEGE
3315 University Drive
Bismarck, North Dakota 58504
701-255-3285

Statement on
FY 2010 Department of Education Carl Perkins Act Budget (Section 117) and HEA Titdle IIT

Submitted to
House and Senate Appropdations Subcommittees on Labor-HHS-Education and Related Agencies

David M. Gipp, President, United Tribes Technical College (UTTC)
Myra Pearson, UTTC Board Chairman and Chairman of the Spirit Lake Tribe

March 18, 2009

For 40 years, United Tribes Technical College (UTTC) has provided postsecondaty career and
technical education, job training and family services to some of the most impoverished Indian
students ftom throughout the nation. We are governed by the five tribes located wholly or in partin
North Dakota. We have consistently had excellent results, placing Indian people in good jobs and
reducing welfare rolls. The Perkins funds constitute about half of our operating budget and provide
for our core instructional programs for many of our Associate of Applied Science degrees. We do
not have a tax base or state-appropriated funds on which to rely.

The request of the United Tribes Technical College Board is for the following authotized
programs:

*  $8.5 million or $ 727 thousand above the FY 2009 enacted level for Section 117 of the
Carl Petkins Act. These funds are shared via a formula by United Tribes Technical College
and Navajo Technical College.

» Provision of additional funding for Title III and Title I1I-A of the Higher Education
Act (HEA) that provide construction funds for facilities at institutions of higher
education (Title ITI) and at tribally controlled colleges (Title ITI-A). For example,
UTTC needs an additional $10.9 million to complete the construction of a new science and
technology building towards which UTTC already has obtained $3 million.

The students who attend UTTC are from Indian reservations from throughout the nation, with
a significant portion of them being from the Great Plains area. Our students come from
impovetished backgrounds or broken families. They may be overcoming extremely difficult
personal circumstances as single patents. They often lack the resources, both culturally and
financially, to go to othet mainstream institutions. Through a variety of sources, including funds
from Section 117 of the Carl Petkins Act, UTTC provides a set of family and culturally-based
campus services, including: an elementary school for the children of students, housing, day care, 2
health clinic, 2 wellness center, several on-campus job programs, student government, counseling,
services relating to drug and alcohol abuse and job placement programs. The Carl Perkins funds we
receive are essential to our students’ success.



64

Perkins Authorization. Section 117 of the Carl D. Perkins Career and Technical Education
Act 20 U.S.C. Section 2327) is the source of authorization of Perkins funding for UTTC. Section
117 is entitled “Tribally Controlled Postsecondary Career and Technical Institutions.”  First
authorized in 1991, Congress has continued this suthorization in the subsequent reauthorizations of
the Perkins Act. Funding under this Act has in recent years been distributed on a formula basis to
UTTC and to Navajo Technica] College.

Despite the explicit Congressional authorization for Carl Perkins funding for Section 117, and
despite the Administradon’s requests for funding for Section 117 in all previous years, the Bush
Administration requested nothing for this program for FY 2009. We are pleased that Congress
recognized the value of UTTC’s programs, and instead gave a priority to UTTC and Navajo
Technical College by appropriating a $227,000 increase for Section 117 Perkins in the recently
enacted Omnibus Appropriations bill for FY 2009. However, in the process our Section 117
program was listed as an earmark, despite the authorization for the appropriated amount. Asa
continuing, authorized Native Ametican serving program, we should not be considered an earmark.

UTTC Performance Indicators. United Tribes Technical College has:

¢ An 80 percent retention rate.

® A placement rate of 94 percent job placement and going on to four-year institutions).

® A projected retutn on federal investment of 20-to-1 (2005 study comparing the projected
eamings generated over a 28-yeat period of UTTC Associate of Applied Science and
Bachelor degree graduates of June 2005 with the cost of educating them).

¢ The highest level of accreditation, The North Central Association of Colleges and
Schools has accredited UTTC again in 2001 for the longest period of time allowable —
ten yeats or until 2011~ and with no stipulations. We are also one of only two tribal
colleges accredited to offer accredited on-line (Internet based) associate degrees.

® More than 20 percent of our graduates go on to fout-year or advanced degree
institutions.

We also note the January 13, 2009, repost of the Department of Education’s Office of
Voeational and Adult Education on its recent site visit to UTTC (October 7-9, 2008). While some
suggestions for improvements were made, the Department commended UTTC in many areas: for
efforts to improve student retention; the commitment to data-driven decision-making, including the
implementation of the Jenzabar system throughout the institution; the breadth of course offerings;
collaboration with four-year institutions; expansion of online degree programs; unqualified
opinions on both financial statements and compliance in all major programs; being qualified as a low
nisk grantee; having no reportable conditions and no known questioned costs; clean audits; and use
of the proposed measurement definitions in establishing institutional performance goals.

The demand for our services is growing and we are serving more students. For the 2008-2009
year we enrolled 1023 students (an unduplicated count), nearly four times the number served just six
years ago. Most of our students are from the Great Plains, where the Indian reservations have a
jobless rate of 76 percent (Source: 2003 BIA Labor Force Report), along with increasing
populations. These statistics dramatically demonstrate the need for our services at increased levels
for at least the next ten years.
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In addition, we are serving 141students duting school year 2008-2009 in our Theodore Jamerson
Elementary school and 202 children, bixth to five, are being served in our child development centers.

UTTC course offerings and partnerships with other educational institutions. We offer 17
accredited vocational/technical programs that lead to 17 two-year degrees (Associate of Applied
Science (AAS)) and eleven (11) one-year certificates, as well as a four year degree in elementaty
education in cooperation with Sinte Gleska University in South Dakota.

Licensed Practical Nursing, This program has one of the highest enrollments at UTTC and results
in the preatest demand for our graduates. Our students have the ability to transfer their UTTC
credits to the North Dakota higher educational system to pursue a four-year nursing degree.

Medica! Transription and Coding Certificats Program. ‘This program provides training in transcribing
medical records into propetly coded digital documents. It is offered through the college's Exact
Med Training program and is supported by Department of Labor funds.

Tribal Environmenial Science. Our Ttibal Environmental Science program is supported by 2
National Science Foundation Tribal College and Universities Program grant, This five-year project
allows students to obtain a two-year AAS degree in Ttibal Environmental Science.

Communtty Health/ Injury Prevention! Public Health, Through our Community Health/Injury
Prevention Program we are addressing the injury death rate among Indians, which is 2.8 times that
of the U.S. population, the leading cause of death among Native Americans ages 1-44, and the third
leading cause of death overall. This program has in the past been supported by the Indian Health
Service, and is the only degree-granting Injury Prevention program in the nation. Given the
overwhelming health needs of Native Ameticans, we continue to seek new resources to increase
training opportunities for public health professionals.

Online Education. Our online education courses provide increased opportunities for education by
providing web-based courses to American Indians at remote sites as well as to students on our
campus. These courses provide needed scheduling flexibility, especially for students with young
children. They allow students to access quality, tribally-focused education without leaving home or
present employment. However, we also note the lack of on-line opportunities for Native Americans
in both urban and rural settings, and encourage the Congtess to devote more tesources in this area.

We offer online fully accredited degree programs in the areas of Early Childhood Education,
Community Health/Injury Prevention, Health Information Technology, Nutrition and Food Service
and Elementary Education. Over 80 courses are curtently offered online, including those in the
Medical Transcription and Coding program. We presently have 50 online students in various
courses and 137 online students in the Medical Transcription program.

We also provide an online Indian Country Environmental Hazard Assessment program, offered
thtough the Environmental Protection Agency. This is a training course designed to help tribes
understand how to mitigate environmental hazards in reservation communities.

Computer Information Technology. This program is at maximum student capacity because of
limitations on resources for computer instruction. In ordex to Keep up with student demand and the
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latest techniology, we need more classrooms, equipment and instructors. We provide all of the
Microsoft Systems certifications that translate into higher income earning potential for graduates.

Nutrition and Food Services. UTTC helps meet the challenge of fighting diabetes and othet health
problems in Indian Country, such as cancer, through education and research. Indians and Alaska
Natives have a disproportionately high rate of type 2 diabetes, and have a diabetes mottality rate that
is three times higher than the general U.S. population. The increase in diabetes among Indians and
Alaska Natives is most prevalent among young adults aged 25-34, with a 160 percent increase from
1990-2004. (Source: FY 2009 Indian Health Service Budget Justification). Our reseatch about
native foods is helping us learn how to reduce the high levels of diseases in our communities.

As a 1994 Tribal Land Grant institution, we offer 2 Nutrition and Food Services AAS degree in
order to increase the number of Indians with expertise in nutrition and dietetics. Cuttently, there
are very few Indian professionals in the country with training in these areas. Our degree placesa
strong emphasis on diabetes education, traditional food preparation, and food safety. We have also
established the United Ttibes Diabetes Education Center that assists local tribal comnmunities, our
students and staff to decrease the prevalence of diabetes by providing educational programs, training
and materials, We publish and make available tribal food guides to our on-campus community and
to tribes.

Business Managerment! Tribal Managemrent, Another ctitical program for Indian country is business
and tribal management. This program is designed to help tribal leaders be more effective

administrators and entrepreneurs. As with all our programs, curriculum is constantly being updated.

ob Training and Economic Development. UTTC continues to provide economic development
opportunities for many tribes. We are a designated Minority Business Development Center serving
South and North Dakota. We administer a Workforce Investment Act program and an internship
program with private employers in the region.

South Campus Development. The bulk of our current educational training and student
housing is provided in 100 year old buildings, patt of a former military base used by UTTC since its

founding in 1969 and donared to us by the U.S. in 1973, They are expensive to maintain, do not
meet modern construction and electrical code requirements, are mostly not ADA compliant, and
cannot be retrofitted to be energy efficient.

As a result, UTTC has developed plans for setving mote students in new facilities that will
provide training and services to meet future needs. We are now developing land purchased with a
donation that will become our south campus. Infrastructure for one-fourth of the new campus has
been completed, and we have now obtained partial funds for a new, and badly needed, science, math
and technology building. We need an additional $10.9 million to hep complete rhis building. Out vision for
the south campus is to serve up to 5,000 students. We expect that funding for the project will come
from federal, state, tribal and private sources. Without additional funding for Titles 1l and IT1-A of
the Higher Education Act, that provide construction funds for campuses such as ours, many
students will be denied the opportunity for higher education.

Our Department of Education funds are essential to the operation of out campus. Qur

programs at UTTC continue to be critical and relevant to the welfate of Indian people throughout
the Great Plains region and beyond. Thank you for your consideration of our request.

4



67

Subcommittee on Labor, HHS, Education
and Related Agencies

Witness Disclosure Form

Clause 2(g) of rule XI of the Rules of the House of Representatives requires non-
governmental witnesses to disclose to the Committee the following information. A
non-governmental witness is any witness appearing on behalf of himself/herself or
on behalf of an organization other than a federal agency, or a state, local or tribal

government.

Your Name, Business Address, and Telephone Number:

David M. Gipp, President

United Tribes Technical College

3315 University Drive

Bismarck, ND 58504 — Tel. 701-255-3285 ext. 1218

1 am a governmental witness. United Tribes Technical College is operated by the
five tribal governments of N.D. under a Indian Self-Determination and Education
Assistance contract with the Bureau of Indian Affairs (Contract No. CTA90X35608)
and is therefore considered a tribal organization. This is the practice of the Interior
Appropriations Subcommittee which treats tribal organizations operating under the
Indian Self-Determination law as tribal governments. President Gipp is testifying
on behalf of the Tribal Governments that operate United Tribes Technical College.

1. Are you appearing on behalf of yourself or a non-governmental organization? Please
list organization(s) you are representing.

I am appearing on behalf of a governmental organization. See the above statement.

2. Have you or any organization you are representing received any Federal grants or
contracts (including any subgrants or subcontracts) since October 1, 2006?

Yes No

3. If your response to question #2 is “Yes”, please list the amount and source (by agency
and program) of each grant or contract, and indicate whether the recipient of such
grant or contract was you or the organization(s) you are representing.

See the above statement.

Signature: Date: March 13, 2009

Please attach a copy of this form, along with your curriculum vitae (resume) to your
written testimony.
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David M. Gipp
United Tribes Technical College President

David M. Gipp is President of United Tribes Technical College, an intertribal, postsecondary
technical college for American Indian students and their families in Bismarck, N.D. He was
associated with the college during its founding by North Dakota tribal leaders between 1969 and
1972 and was named president of it on May 2, 1977.

Born in Fort Yates, ND, Gipp is an enrolled member of the Standing Rock Sioux Tribe. His
Hunkpapa Lakota name is Wicahpi Isnala translates to Lone Star.

He earned an education at the University of North Dakota (1969) and holds a Doctorate in Laws,
Honoris Causa, from North Dakota State University (1991) for his contributions in developing
tribal higher education policy. He has been selected for numerous national and community
awards.

His professional work since 1972 has been principally in the development of tribal colleges. He
was instrumental in creating the first national legislation (1978) to assist tribally controlled
community colleges. He has extensive background in vocational and higher education and has
served on the U.S. Department of Labor Native American Employment and Training Council
(1978-2005).

Among other posts, President Gipp is the past Executive Director (1973-1977) and President of
the American Indian Higher Education Consortium (1978-1980, 1991-1993, 1999-2000, 2001-
2003) and past Chair of the American Indian College Fund (2002, 2003-2004, 2005) and current
Chair of the University of North Dakota INMED Advisory Council. He was the 1995 Indian
Educator of the Year of the National Indian Education Association and 1997 North Dakota Multi
Cultural Educator of the Year. Most recently he was named the Champion of Liberty by the
ACLU of North Dakota (2008).

North Dakota Governor John Hoeven appointed him to the North Dakota Workforce
Development Council, the North Dakota State Commission on National and Community Service
and the North Dakota Quarter Design Selection Committee. He served on the Bismarck Mayor’s
Committee on Human Relations. He is a member of the Lewis & Clark Regional Development
Council and numerous other boards.

President Gipp oversees all aspects of the college, which is accredited by the North Central

Association of Colleges and Schools and offers 17 career/technical programs and 24 two-year
degrees and on-year certificates.

des sk sk

United Tribes Technical College, 3315 University Drive, Bismarck, ND 58504, www.uttc.edu
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WEDNESDAY, MARCH 18, 2009.

ASSOCIATION OF UNIVERSITY CENTERS ON
DISABILITIES

WITNESS
MICHAEL GAMEL-McCORMICK, PH.D.

Mr. OBEY. Next, Dr. Michael Gamel-McCormick, Association of
University Centers on Disabilities.

Mr. GAMEL-MCCORMICK. Good morning, Chairman Obey, Rank-
ing Member Tiahrt, and members of the Subcommittee. Thank you
for the opportunity to testify today regarding fiscal year 2010 ap-
propriations. My name is Michael Gamel-McCormick. I am the
President of the Association of University Centers on Disabilities
and the Interim Dean of the College of Human Services, Education
and Public Policy at the University of Delaware.

I want to talk to you about two of our programs today, the Uni-
versity Centers for Excellence in Developmental Disabilities, what
we sometimes call UCEDDs, and our Leadership Education in
Neurodevelopmental and Related Disabilities, or LEND, Programs.

The mission of the UCEDDs is to advance policy and practices
for and with people with developmental and other disabilities. As
a network of 67 interdisciplinary centers across the United States
and its territories, we work to ensure that individuals with all
types of disabilities are full members of their communities.

Our LEND programs help to ensure that the more than 3.8 mil-
lion children with disabilities in the United States can find appro-
priate medical care from highly qualified professionals who have
been trained on the most up-to-date interdisciplinary practices.

The general education and training of health care professionals
and other elements of the health care system have not necessarily
kept pace with the needs of these children. LEND programs are de-
signed to address this shortage of highly qualified health care pro-
fessionals for the needs of those children today and into the future.

The LEND program in Representative Obey’s State is at the Uni-
versity of Wisconsin-Madison, and the Waisman Center is leading
the way in looking at new treatments for Parkinson’s, spinal mus-
cular atrophy, Rett Syndrome, Fragile X, and Down Syndrome,
training professionals on how to use science-based interventions in
order to improve the quality of life of thousands of children and
young adults.

Our university centers work to develop and evaluate promising
practices that improve the lives of children and adults with disabil-
ities and their families, conducting research in such areas as
causes and prevention of disabilities and chronic conditions, and
then translating that research into practice.

I will give you an example from my own university center. We
have a child care facility called The Early Learning Center. It
serves 240 children living in poverty, living in foster care settings,
or with disabilities. The ELC is a site where over 500 university
students observe best practices, participate in practical experi-
ences, and conduct research.

In one of the most exciting examples of combined research, train-
ing, and service, we are in the middle of conducting a robot-as-
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sisted mobility study with infants and toddlers. Preliminary results
indicate that providing these children with disabilities with mobile
devices at 18 years of age or younger actually increases their social,
their language, and their cognitive abilities.

The good thing is that people have already recognized this and
we have been able to attract partners to help create these mobility
devices and then get them into children’s and families’ hands and
feet already.

I now want to shift gears for just a little bit and talk about some
of the challenges our Nation faces and how our network can help.
I will address four things: Autism Spectrum Disorder, returning
veterans with disabilities, racial and ethnic health and mental
health disparities, and the increasing aging population.

Regarding health disparities, children and adults of color with
developmental disabilities experience poorer health and have more
difficulty finding and paying for health care as compared to other
populations. Our network proposes to partner with minority-serv-
ing institutions of higher education to better engage research, edu-
cation, and service efforts for African-Americans, Hispanic-Ameri-
cans, Native Americans, Pacific Islanders, and Asian-Americans. In
partnership with our existing university centers, minority-serving
institutions of higher education would be well positioned to train
future leaders, conduct necessary research, and disseminate perti-
nent information widely into communities.

We also want to extend our efforts from the university centers
and the LENDs to reach out to returning veterans, to address the
aging population, and especially to address the increasing number
of dindividuals who are being diagnosed with Autism Spectrum Dis-
order.

Mr. Chairman, there are many challenges that we see and are
ready to accept through our network. AUCD urges the Congress to
provide sufficient funds that continue to take advantage of our
highly effective and productive national network, and to continue
the research, education, and service to address these critical emerg-
ing needs. Our written testimony outlines funding recommenda-
tions. Thank you, and I would be glad to take any questions that
the Committee has.

Mr. OBEY. Thank you.

[The information follows:]
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Testimony of Michael Gamel-McCormick, Ph.D.,
Interim Dean, College of Human Services, Education and Public Policy
at the University of Delaware

Representing the

Association of University Centers on Disabilities
1010 Wayne Avenue Suite 920 Silver Spring, MD 20910
301/588-8252 * www.aucd.org

Before the

House Appropriations
Labor, Health and Human Services, Education Subcommittee

March 18, 2009
10 a.m. — Noon
Room 1358-C Rayburn House Office Building

This testimony summarizes the activities of and provides funding recommendations for the
67 University Centers for Excellence in Developmental Disabilities (UCEDD), funded by the
Administration on Developmental Disabilities (ADD) within the Department of Health and
Human Services and the 38 Leadership Education in Neurodevelopmental Disabilities
(LEND) Programs funded by the Maternal and Child Health Bureau (MCHB) within the
Health Resources Services Administration.
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Mr. Chairman, on behalf of the Association of University Centers on Disabilities (AUCD), I am
pleased to submit this written testimony for the record both as a means to thank you for the
Committee’s support of our Centers over the past several years, and as a way of alerting you to
the exciting developments happening now across the national network of University Centers for
Excellence in Developmental Disabilities, Education, Research and Service (UCEDDs) and
Leadership Education in Neurodevelopmental and Related Disabilities (LEND) Programs. These
programs serve and are located in every U.S. state and territory and are all part of universities or
medical centers. They serve as a bridge between universities and their communities, bringing
together the best of what current science has to offer to the challenges of children and adults
living with disabilities in the community. By working together, programs engage in significant
research that informs national policy and best practices. The network emphasizes national and
international implementation of innovations in disability-related education, health care, and
supports and services, It offers leadership on major social problems affecting all people with
disabilities or special health needs.

I am Michael Gamel-McCormick, Ph.D., Interim Dean, College of Human Services, Education
and Public Policy at the University of Delaware. [ am submitting this testimony in my role as
President of the AUCD Board of Directors.

First, let me describe the UCEDDs, one of the member networks of AUCD. The mission of the
UCEDD:s is to work with people with disabilities, their families, state and local government
agencies, and community providers by engaging in training, technical assistance, service,
research, and information sharing to build the capacity of communities to sustain all their
citizens.

Since the 1960s, when Congress established a small number of research centers to study mental
retardation, UCEDDs bave grown into a national network of 67 Centers, each of which has
developed its own area(s) of expertise based on the needs of the local community, their state, and
the evolving expectations of people with disabilities to be full members of their communities,
Authorized by the Developmental Disabilities Assistance and Bill of Rights Act (P.L. 106-402),
UCEDD:s currently serve as a national education, service, research, and information
dissemination resource for our nation. The DD Act mandates that UCEDDs promote
opportunities for individuals with developmental disabilities to exercise self-determination, and
to be independent, productive, integrated citizens in all facets of community life. The UCEDDs
meet these objectives by conducting research, providing training and technical assistance, and
providing exemplary evidence-based direct services and supports. This includes state-of-the-art
diagnosis and evaluation as well as support services for children and adults in a wide range of
areas including health, cognitive and behavioral development, education, and employment,

Congress’s investment in this valuable and effective network has been key to expanding
inclusion of people with disabilities in American communities. AUCD urges the Congress to
provide sufficient funds to continue to take advantage of this highly efficient and productive
national network to address emerging critical national needs such as the alarming numbers of
individuals diagnosed with Autism Spectrum Disorders. Nearly every UCEDD program provides
autism-related services; however the potential of the UCEDD network to provide additional
autism-related supports has only begun to be tapped.
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We also need to address our nation's racial and ethnic health and mental health disparities as well
as inequities in access to services and supports. It is well documented that children and adults
with developmental disabilities experience poorer health and more difficulty finding and paying
for health care as compared to other populations. Our network proposes to partner with Minority
Serving Institutions of higher education to better engage our research, education and service
efforts for African Americans, Hispanic Americans, Native Americans, Pacific Islander and
Asian Americans. Each of these populations has different levels of incidence and prevalence of
diseases and disabilities that must be studied and unique cultural issues including language,
customs, and traditions that must be considered in order to better serve these populations. In
partnership with existing UCEDDs, Minority Serving Institutions of higher education would be
well positioned to train future leaders, conduct the necessary research, and disseminate pertinent
and culturally relevant information targeted to diverse populations.

We are respectfully seeking an appropriation of $44,000,000 under the ACF/ADD program
for University Centers for Excellence in Developmental Disabilities (a $6 million increase)
which would allow up to four capacity-building grants of $250,000 to enable up to four
UCEDD:s to work in partnership with collaborating Minority Serving Institutions (as defined in
the Higher Education Act) to focus on research, health, education, and services for African
Americans, Hispanic Americans, Native Americans, Pacific Islanders, Asian Americans, and
other ethnically and culturally diverse populations. The increase would also help UCEDDs
address critical, emerging national needs, such as the growing number of individuals with
Autism Spectrum Disorders and related neurodevelopmental disorders; allow the Administration
on Developmental Disabilities to expand National Training Initiative grants on emerging
national issues; and provide for a cost-of-living increase to the Centers.

Now I will address the Leadership Education in Neurodevelopmental and Related Disabilities--
or LEND--programs. LEND programs are improving the health status of infants, children, and
adolescents who have or at risk for neurodevelopmental and related disabilities, and their
families. This is accomplished through the interdisciplinary training of professionals for
leadership roles in the provision of health and related care, continuing education, technical
assistance, research, and consultation. The LEND program focuses on the special health care
needs of children with a wide range of neurodevelopmental, metabolic, and genetic disorders,
including Autism Spectrum Disorder. Currently, there are 38 LENDs in 31 states and the District
of Columbia. All LEND programs operate within a university system, many as part of a UCEDD
or other larger entity, and are commonly affiliated with university hospitals, children’s hospitals,
or health care centers. This collaboration provides the programs with expert faculty, facilities,
and other resources necessary to provide exceptional interdisciplinary training and services. Each
LEND receives core funding from the Maternal and Child Health Bureau of the Health
Resources and Services Administration of the U.S. Department of Health and Human Services.
As a network, LENDs develop and promote best practices, produce exceptional clinicians and
leaders in a variety of disciplines.

In 2006, Congress passed and the President signed the Combating Autism Act (CAA, PL 109-
416) authorizing the Secretary to expand existing and develop new LENDs in states that did not
have such a program. The intent of Congress was two-fold: to increase Autism Spectrum
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Disorder-related training directed at developmental pediatricians, clinical psychologists, other
diagnosticians, and interventionists in states with LEND programs, and to establish new LEND
programs with this charge in states that did not have a LEND program. . HRSA began this
expansion with the $5.4 million appropriated in FY 2008 as part of its Autism and Other
Developmental Disorders program by establishing four new LEND programs in Arkansas,
Colorado, Connecticut, and Illinois and awarding 18 supplemental grants to existing LENDs to
increase their Autism Spectrum Disorder-related training. The FY 2009 appropriations bill will
provide $2 million to continue this expansion by allowing competitions to establish up to two
new LENDs and up to five supplemental grants for existing programs. These additional
resources will increase the number of professionals who are able to identify, assess, diagnose,
and serve children with Autism Spectrum Disorders and other developmental disabilities. Much
more needs to be done, but the CAA has helped LEND programs begin to better address the
challenge of the increased numbers of children with autism.

Therefore, we are respectfully seeking an increase in funding that is specifically set aside
for the LEND program to $28,200,000 (a $2 million increase) within the HRSA Autism and
Other Developmental Disorders program. This additional funding will enhance the capacity of
up to five existing LEND programs to expand their training of professionals in the
interdisciplinary care and treatment of children with Autism Spectrum Disorder and related
neurodevelopmental disabilities as well as provide funds to develop up to two new LEND
programs in states that do not have one. This $2 million would be part of the $47 million
authorized for HRSA activities in FY 2010 under the Combating Autism Act.

As I have stated, the UCEDD and LEND networks engage in education and training at the
university and community level, conduct translational and applied research, and offer services to
individuals and families. Please allow me this opportunity to provide you with some examples.

Training and Education — Nearly every aspect of individuals with disabilities’ quality of life
can be traced back to the work of well-trained professionals—teachers, clinicians, community
service providers, etc. Positioned within universities, LEND and UCEDD programs provide
interdisciplinary education to professionals-in-training and provide continuing education for
professionals practicing in multiple fields. Whether the focus is on leadership, direct service,
family-centered care, advocacy, cultural competence, clinical or administrative personnel
training, these pre-service and continuing education programs are geared to the needs of
students, practicing professionals, and families, and have been essential in raising and defining
the educational standards of service across health, education, employment, and social service
systems. In 2008, the network provided training to 3,560 students and fellows.

The Kansas Center for Autism Research and Training was initiated by the UCEDD in Kansas in
2008 to support research and training on the causes, nature and management of Autism
Spectrum Disorders. The Center has already launched an ambitious new The Autism Training
Program geared to autism specialists, respite providers, family support providers and others
working with individuals with Autism Spectrum Disorders and their families. The training
program also is working with the state Department of Social and Rehabilitation Services to train
skilled providers for the state’s first Autism Waiver Program. With more trained providers,
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Kansas families struggling with the effects of Autism Spectrum Disorders will receive services
where they need them, in their own homes and communities.

Research — UCEDDs engage in cutting edge research on a wide variety of issues related to
individuals with developmental disabilities and their families. By studying areas such as brain
development, Autism Spectrum Disorders, and early literacy, UCEDD researchers are studying
how persons with disabilities learn and how best to teach them. UCEDDs lead in developing and
evaluating promising practices that improve the lives of children and adults with disabilities and
their families. Many are engaged in federal research projects on the causes and prevention of
disabilities and chronic conditions and translate research into practice through the development
and dissemination of informative products. In 2008, UCEDDs and LENDs operated 1,163
projects with a research component, including investigations into the efficacy of educational,
behavioral, health, and technological interventions, policy analysis, and clinical trials.

In recent years, researchers working on neurodegenerative diseases such as Alzheimer’s, Lou
Gehrig's, Parkinson's have focused on astrocytes in their quest to help the brain protect itself
[from stressful conditions that are deadly to neurons. By shifting a normal protective mechanism
into overdrive, a scientist at the UCEDD at the Universily of Wisconsin-Madison has completely
shielded mice from a toxic chemical that otherwise would have caused Parkinson's disease. If
scientists can determine how to fix a sick astrocyte, or even prevent a carrier from getting sick,
they could offer profound protection against numerous neurodegenerative diseases.

Service - UCEDDs and LENDs provide direct services and supports to people with
developmental and other disabilities, their families, and communities. This includes state-of-the-
art diagnosis and evaluation and support services for children and adults in a wide range of areas
including health, cognitive and behavioral development, education, daily living, and
employment. In 2008, the network provided clinical services to 105,388 individuals and
magnified this impact with an additional 146,438 consults on promising practices and supports to
other providers.

The Delaware UCEDD's Early Learning Center is a nationally accredited, comprehensive early
care and education clinical research facility serving 240 children, ages 6 weeks to 12 years, and
their families, and specifically targeting children with risk factors, including poverty, foster care,
and disabilities. In its fourth year, the Early Learning Center expanded to provide quality early
care and education program for infants and toddlers in Wilmington's Southbridge area;
provided a site for observation, practicum, and research to more than 5,00 undergraduate and
graduate students from six UD colleges; and conducted more than a dozen interdisciplinary
research projects on such topics as language acguisition, early literacy, parental discipline,
maternal depression, and healthy eating and physical activity of preschoolers. The Early
Learning Center’s robot-assisted mobility study has been featured in a Discovery Channel
documentary and has attracted private partnership funding to help create mobility devices for
children with disabilities under three years of age.

Another example of the services provided by the network is the State Employment Leadership
Newwork, lead by the Institute for Community Inclusion, a Massachusetts UCEDD, with the state
MR/DD agencies of 18 states. This multi-state initiative of the UCEDD provides technical
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assistance and promotes practices and policies to increase employment options for persons with
disabilities.

Responding to National Needs — UCEDDs and LENDs are equipped to respond quickly to
emerging national needs. They are currently expanding their work in the areas adult-acquired
disabilities, particularly related to aging and military-combat, and they continue to work with the
federal government on policies and initiatives to address the needs of people with disabilities in
emergencies and disasters. Other national issues that have been addressed by UCEDDs and
LEND:s include positive behavioral interventions and supports, reading disorders in children,
training programs for direct support personnel in developmental disabilities, and provision of
training in methods to support employment for individuals with disabilities.

I again ask that you consider our request for funding of $44 million for the network of UCEDDs
and $26,200,000 for the LENDs so that we may expand our network to more adequately serve
our nation’s growing population of Americans with developmental and other lifelong disabilities
and to address our nation’s health disparities.

Thank you for the opportunity to share this information about the UCEDDs and LENDs. Your
careful consideration of our appropriation requests is appreciated and we are happy to share more
detailed information with you at your request.

Sincerely,

oWy

Michael Gamel-McCormick
President, AUCD
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WEDNESDAY, MARCH 18, 2009.

THE AD HOC GROUP FOR MEDICAL RESEARCH

WITNESS
MARY J.C. HENDRIX, PH.D.

Mr. OBEY. Next, The Ad Hoc Group for Medical Research, Dr.
Mary J.C. Hendrix.

Ms. HENDRIX. Good morning, Mr. Chairman and members of the
Subcommittee. My name is Mary Hendrix, and I serve as the Presi-
dent and Scientific Director of the Children’s Memorial Research
Center at Northwestern University’s Feinberg School of Medicine.
I am testifying on behalf of The Ad Hoc Group for Medical Re-
search, a coalition of more than 300 patient and voluntary health
groups, medical and scientific societies, academic and research or-
ganizations, and industry.

As an active cancer researcher who runs an institute that em-
ploys more than 500 staff, I thank and commend Congress for in-
cluding the extraordinary investment in medical research through
the National Institutes of Health in the American Recovery and
Reinvestment Act, as well as the $938,000,000 in NIH funding in
the Omnibus Appropriations Act for fiscal year 2009.

In particular, I am deeply grateful to the Chairman and this
Subcommittee for your longstanding leadership in support of the
NIH. These are difficult times for our Nation, for everyone around
the globe, and investing in science is a key step to a better future
and is a strategic approach.

The funding increases in the Recovery Act and the fiscal year
2009 Omnibus will provide an immediate infusion of funds into the
Nation’s highly competitive medical research enterprise so that we
can pursue new diagnostics, prevention strategies and treatments,
and also so we can provide state-of-the-art scientific facilities and
support our scientists and their support personnel.

As a result of this Subcommittee’s prior investment in NIH, we
have made critical advances in many different areas in research,
including Parkinson’s Disease, including infectious diseases and
cancer. And I would say that all of these advances are leading us
to an area of more effective, personalized medical treatment.

However, the discovery process often takes a long, lengthy, and
unpredictable path; and the infrastructure that we are creating
needs to be maintained so large fluctuations in funding will be dis-
ruptive to training, to careers, to long-term planning and projects,
and ultimately to progress. The research engine needs a sustained
investment in science to maximize our investment globally. We
must ensure that, after the stimulus money is spent, that we do
not have to dismantle all of our progress and newly built capacity.

In 2011 and beyond, we need to be able to continue to advance
the new directions chartered with the Recovery Act support. So,
Mr. Chairman, as you noted in your recent press release, the fiscal
year 2009 Omnibus and the Recovery Act provided $38,500,000,000
for NIH to provide over 16,000 new research grants for lifesaving
research into many diseases. So keeping up with the rising cost of
medical research in the 2010 appropriations will help NIH begin to
prepare for the post-stimulus era.
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In 2011 and beyond, we need to make sure that the total funding
available to NIH does not decline and that we can resume a steady,
sustainable growth consistent with the President’s vision for in-
vestment in basic research. Consistent with the President’s pro-
posal, we respectfully urge this Subcommittee to increase funding
for NIH in fiscal year 2010 by at least 7 percent.

As we appreciate the ravages of disease are many and the oppor-
tunities for progress across all fields of medical science are pro-
found, investing broadly in biomedical research is key to ensuring
the future of America’s medical enterprise and the health of our
citizens.

We thank you again for your leadership and for the Subcommit-
tee’s leadership in improving the health and quality of life for all
Americans and for the opportunity to speak to you today. Thank
you.

Mr. OBEY. Thank you.

[The information follows:]
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Mary J.C. Hendrix, PhD
President & Scientific Director
Medical Research Institute Council Professor
Children's Memorial Research Center
Northwestern University Feinberg School of Medicine
Chicago, Illinois

March 18, 2009
10 am.

Testifying on behalf of
The Ad Hoc Group for Medical Research
In support of the National Institutes of Health

Summary of Statement

The funding increases provided for the National Institutes of Health (NIH) in the American
Recovery and Reinvestment Act and the FY 2009 omnibus will provide an immediate infusion of
funds into the nation’s proven and highly competitive medical research enterprise to sustain the
pursuit of improved diagnostics, better prevention strategies and new treatments for many
devastating and costly diseases. These advances also contribute to the nation’s economic
strength by creating skilled, high-paying jobs; new products and industries; and improved
technologies.

However, the discovery process—while it produces tremendous value—often takes a lengthy and
unpredictable path. The infrastructure that we are creating needs to be maintained. Large
fluctuations in funding will be disruptive to training, to careers, long range projects and
ultimately to progress. The research engine needs a predictable, sustained investment in science
to maximize our return.

‘We must ensure that after the stimulus money is spent we do not have to dismantle our newly
built capacity and terminate valuable, on-going research. In 2011 and beyond we need to be able
to continue to advance the new directions charted with the ARRA support.

Keeping up with the rising cost of medical research in the 2010 appropriations will help NIH
begin to prepare for the “post-stimulus” era. In 2011 and beyond we need to make sure that the
total funding available to NIH does not decline and that we can resume a steady, sustainable
growth that will enable us to complete the President’s vision of doubling our investment in basic
research. Consistent with this vision, we respectfully urge this Subcommittee to increase
funding for NIH in Fiscal Year 2010 by at least 7 percent.

Science is unpredictable and it is difficult to know exactly which discoveries gained through
basic research will foster the next medical advancement. Investing broadly in biomedical
research is the key to ensuring the future of America’s medical research enterprise and the health
of her citizens.
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My name is Mary J.C. Hendrix, and I am President and Scientific Director for the Children's
Memorial Research Center at Northwestern University’s Feinberg School of Medicine. Among
my other positions, I am a former President of the Federation of Association of American
Societies for Experimental Biology, and am a current member of the Board of Research! America
and the Advisory Panel on Research for the Association of American Medical Colleges. Iam
testifying on behalf of the Ad Hoc Group for Medical Research, which is a coalition of more
than 300 patient and voluntary health groups, medical and scientific societies, academic and
research organizations, and industry.

As an active cancer researcher and representative of the Ad Hoc Group for Medical Research, I
thank and commend Congress for including the extraordinary investment in medical research
through the National Institutes of Health (NIH) that was included as part of in the American
Recovery and Reinvestment Act (ARRA) [P.L. 111-5] as well as the $938 million increase in
NIH funding in the Omnibus Appropriations Act for FY 2009 [P.L. 111-8]. In particular, we are
deeply grateful to the Chairman and this Subcommittee for your Jong-standing leadership in
support of NIH. These are difficult times for our nation and for people all around the globe, but
the affirmation of science is the key to a better future is a strategic step forward. All of us in the
medical research community are committed to do our utmost to fulfill the faith that you and the
American people have placed in us.

The partnership between NIH and America’s scientists, medical schools, teaching hospitals,
universities, and research institutions continues to serve as the driving force in this nation’s
search for ever-greater understanding of the mechanisms of human health and disease, from
which arise new diagnostics and treatments, and cures, and better ways to improve the health and
quality of life for all Americans, These advances also contribute to the nation’s economic
strength by creating skilled, high-paying jobs; new products and industries; and improved
technologies.

The recent history of the NIH budget has hindered scientific discovery and limited the capacity
of a key engine for today’s innovation-based economy. The additional funding in the ARRA and
the FY 2009 omnibus are critical first steps to returning the NIH to a course for even greater
discovery. These investments give patients, their families and researchers renewed hope for the
future, and will help ensure the success of America’s medical research enterprise and leadership.

The funding increases in the ARRA and the FY 2009 omnibus will provide an immediate
infusion of funds into the nation’s proven and highly competitive medical research enterprise to
sustain the pursuit of improved diagnostics, better prevention strategies and new treatments for
many devastating and costly diseases as well as support innovative research ideas, state-of-the-
art scientific facilities and instrumentation, and the scientists, technicians, laboratory personnel,
and administrators necessary to maintain the enterprise. More importantly, these funds will
reinvigorate this nation’s ability to produce the human and intellectual capital that will continue
to drive scientific discovery, transform health, and improve the quality of life for all Americans.

Moreover, we see this as the first step in renewing a national commitrment to sustained,
predictable growth in NIH funding, which we believe is an essential element in restoring and
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sustaining both national and local economic growth and vitality as well as maintaining this
nation’s prominence as the world leader in medical research.

President Obama has committed to increase federal support for research, technology and
innovation so that America can lead the world in creating new advanced jobs and products. A
key element of his strategy is to double federal funding for basic research to “foster home-grown
innovation, help ensure the competitiveness of U.S. technology-based businesses, and ensure that
21st century jobs can and will grow in America.” If America is to succeed in the information-
based, innovation driven world-wide economy of the 21¥ century, we must recommit to long-
term sustained and predictable growth in medical research funding.

As a result of this Subcommittee’s prior investment in NIH, we have made critical advances in
several key areas including:

« Stem Cells - Reprogramming skin cells from a patient with Parkinson’s Disease into
normal neurons that could be used to fight this degenerative disease.

+ Infectious Diseases — Developing more effective antibodies, and ultimately vaccines, to
fight lethal flu viruses before they become pandemic.

+ Cancer — Launching the Cancer Genome Atlas as a partnership between the National
Cancer Institute and the National Human Genome Research Institute to discover the
genetic basis for various cancers.

In addition, as a consequence of the investment over the past two decades in the human genome
project and other areas of genetics, we are now entering an era of personalized medicine, which
has the potential to transform healthcare through earlier diagnosis, more effective prevention and
treatment of disease, and avoidance of drug side effects. For example, the same medication can
help one patient and be ineffective for, or toxic to, another. By applying our greater
understanding of how an individual’s genetic make-up affects a response to specific drugs, we
will increasingly know which patients will likely benefit from treatment and which will not
benefit, or worse, be harmed. Cancer chemotherapy and the use of the anticoagulant Coumadin
are good examples of how this might be applied.

However, the discovery process—while it produces tremendous value—often takes a lengthy and
unpredictable path. The talent base and infrastructure that we are creating needs to be
maintained. Large fluctuations in funding will be disruptive to training, to careers, long range
projects and ultimately to progress. The research engine needs a predictable, sustained
investment in science to maximize our return.

We must ensure that after the stimulus money is spent we do not have to dismantle our newly
built capacity and terminate valuable, on-going research. In 2011 and beyond we need to be able
to continue to advance the new directions initiated with ARRA support.

Mr. Chairman, as you noted in your recent press release, the FY 2009 omnibus and the ARRA
provided $38.5 billion for NIH to provide over 16,000 new research grants for live-saving
research into diseases such as cancer, diabetes and Alzheimer’s. Keeping up with the rising cost
of medical research in the 2010 appropriations will help NIH begin to prepare for the “post~
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stimulus” era. In 2011 and beyond we need to make sure that the total funding available to NIH
does not decline and that we can resume a steady, sustainable growth that will enable us to
complete the President’s vision of doubling our investment in basic research. Consistent with
the President’s proposal, we respectfully urge this Subcommittee to increase funding for NIH in
Fiscal Year 2010 by at least 7 percent.

The ravages of disease are many, and the opportunities for progress across all fields of medical
science to address these needs are profound. The community appreciates that this subcommittee
has always recognized that science is unpredictable and that it is difficult to know exactly which
discoveries gained through basic research will foster the next medical advancement. There are
many examples of areas where important therapies for one disease have resulted from
investments in unrelated areas of research. Investing broadly in biomedical research is the key to
ensuring the future of America’s medical research enterprise and the health of her citizens.

Thank you again for your leadership in improving the health and quality of life for all Americans
and for the opportunity to speak to you today.
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Dr. Mary J.C. Hendrix received her B.S. degree in Biology/Pre-Med from Shepherd College
(now called Shepherd University) in 1974, her Ph.D. in Anatomy from George Washington
University in 1977, and an honorary D.Sc. in 1996 from Shepherd College. Dr. Hendrix was an
NIH Postdoctoral Research Fellow at Harvard Medical School in the Department of Anatomy
and Cell Biology from 1977 to 1980; Assistant, Associate and Professor (and Associate Head) at
the University of Arizona from 1980-1993 and served as an Arizona Disease Control Research
Commissioner from 1985 to 1994. She was the Immuno-US Endowed Professor and Director of
the Pediatric Research Institute, St. Louis University School of Medicine and Cardinal Glennon
Children's Hospital from 1994-1996, prior to joining the faculty of The University of Towa as the
Leading Woman Scientist Endowment Recipient and Head of the Department of Anatomy and
Cell Biology in June 1996. She also served as the Kate Daum Research Professor, and Associate
Director of Basic Research and Deputy Director for The Holden Comprehensive Cancer Center
at The University of Towa, for the Roy J. and Lucille A. Carver College of Medicine from 1996-
2004. Currently, she serves as President and Scientific Director, and the Medical Research
Institute Council Professor, for the Children’s Memorial Research Center at Northwestern
University Feinberg School of Medicine. She is the US Editor of Pathology Oncology Research,
and Member of the Editorial Boards of Lymphatic Research & Biology, Developmental
Dynamics, Cancer Biology and Therapy, Journal of Cellular Biochemistry, Cancer Research, the
American Journal of Pathology, and Cancer Microenvironment. She is a Past-President of
FASEB (Federation of American Societies for Experimental Biology). She also serves on the
National Institutes of Health’s Council of Councils, the Board of Directors for the Annenberg
Center for Health Sciences, the National Cancer Institute Board of Scientific Advisors, the Board
of Directors for Research! America, and the Board of Directors for the Chicago Council on
Science & Technology. Dr. Hendrix is a Past-President of the Association of Anatomy, Cell
Biology, and Neurobiology Chairpersons (AACBNC), and former Co-Director of the Virtual
Naval Hospital. She has over 200 publications in biomedical research, and is the recipient of a
MERIT Award from the National Cancer Institute. Dr. Hendrix has been awarded the 2004
Australian Society for Medical Research Lecturer and Medal Recipient for research and
advocacy, the 2006 Henry Gray Award by the American Association of Anatomists that
recognizes achievement and unique and meritorious contributions to the field of anatomical
science, the 2006 Distinguished Woman Faculty Award from Northwestern University’s
Feinberg School of Medicine, the 2007 Murray Barr Award from the University of Western
Ontario, and the 2008 Princess Takamatsu Cancer Research Lecturer Award in Japan. Her
scientific objectives include identifying genes which contribute to cancer metastasis and other
related diseases which exhibit similar biological activities, Her major goal is to define important
structure/function relationships, which provide the biological basis for new therapeutic strategies.
Recent studies have generated molecular classification(s) of specific tumors, and have provided
new prognostic markers and novel targets for therapeutic intervention. Current research activities
focus on elucidating how regulatory molecules and phenotype control genes govern cell-to-cell
and cell-to-matrix interactions, epithelial/mesenchymal transitions, and motility. Specific
projects inchude signal transduction events initiated by cell adhesion molecules and growth
factors; factors regulating interconversion of the tumor cell phenotype; regulation of matrix
metalloproteinases by tumor and stromal cell interactions; tumor angiogenesis and
vasculogenesis; role of the microenvironment in inducing and maintaining an aberrant cellular
phenotype; and the identification of stem cell subpopulations within tumors.
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Mr. OBEY. Mr. Tiahrt.

Mr. T1AHRT. Thank you, Mr. Chairman.

You mentioned personalized treatment. Is that as a result of the
genome project, that you can tailor treatment for an individual?

Ms. HENDRIX. Yes, sir. I am glad you asked about that. So, based
on the sequencing of the human genome, which took over two dec-
ades and finished in 2003, we are now able to look at the genes
responsible for many different diseases; and as these are being dis-
covered almost on a daily basis, we now can apply them to predict
diseases at the earliest possible time and then to think about pre-
vention strategies. So that is where we are going.

Mr. T1AHRT. It is not just applicable to cancer, it is to other dis-
eases as well?

Ms. HENDRIX. To diseases across the board, sir. Yes. Thank you.

Mr. T1AHRT. Thank you.

Mr. JACKSON. Mr. Chairman, if I might pick up on what Rep-
resentative Tiahrt said.

Mr. OBEY. Yes.

Mr. JACKSON. And, I gather, design specific medications that can
be personalized to the individual based upon the genome sequence
in that individual, leading to a designer drug?

Ms. HENDRIX. That is exactly correct, and then predicting which
patients will be more receptive to receiving these particular drugs
based on their genetic background.

Mr. JACKSON. Thank you, Mr. Chairman.

Ms. HENDRIX. Thank you.

Thank you, sir.

WEDNESDAY, MARCH 18, 2009.

CROHN’S AND COLITIS FOUNDATION OF AMERICA

WITNESS
GARY SINDERBRAND

Mr. OBEY. I understand Mr. Jackson would like to introduce our
next witness.

Mr. JACKSON. Thank you, Mr. Chairman. I appreciate the oppor-
tunity to introduce Gary Sinderbrand to the Subcommittee. Gary
is the Chairman of the Board of Trustees for the Crohn’s and Coli-
tis Foundation of America. CCFA is the Nation’s oldest and largest
nonprofit organization dedicated to finding a cure for these dev-
astating disorders. Gary will share with us his daughter’s coura-
geous story of living with Crohn’s Disease. Unfortunately, I know
all too well the challenges these patients face, having watched my
chief of staff endure a similar struggle.

Mr. Chairman, I want to personally thank you and the Sub-
committee and the staff for all of the work that you have given to
this important cause over the years. I look forward to continued
progress in this Congress.

Gary, thank you for being with us today. We look forward to your
testimony.

Mr. SINDERBRAND. Congressman Jackson, first, let me extend my
heartfelt thanks on behalf of the 1.4 million Americans suffering
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from these diseases for all of your ongoing support. We truly appre-
ciate it.

Let me say at the outset how appreciative we are for the leader-
ship this Subcommittee has provided in advancing funding for the
National Institutes of Health. Hope for a better future for our pa-
tients lies in biomedical research, and we are grateful for the re-
cent investments that you have made in this critical area.

Crohn’s Disease and ulcerative colitis are devastating inflam-
matory disorders of the digestive tract that cause severe abdominal
pain, fever, and intestinal bleeding. Complications include arthritis,
osteoporosis, anemia, liver disease, and colorectal cancer. We do not
know their cause and there is no medical cure. They represent the
major cause of morbidity from digestive diseases and forever alter
the lives of the people they afflict, particularly children. I know be-
cause I am the father of a child living with Crohn’s Disease.

Seven years ago, during my daughter, Alexandra’s sophomore
year in college, she was taken to the ER for what was initially
thought to be acute appendicitis. After a series of tests, my wife
and I received a call from the attending GI who stated coldly, your
daughter has Crohn’s Disease. There is no cure and she will be on
medication the rest of her life.

The news froze us in our tracks. How could our vibrant, beautiful
little girl be stricken with a disease that was incurable and has ru-
ined the lives of countless thousands of people?

Over the next several months, Alexandra fluctuated between
good days and bad. Bad days would bring on debilitating flares
which would rack her body with pain and fever as her system
sought equilibrium. Our hearts were filled with sorrow as we real-
ized how we were so incapable of protecting our child.

Her doctor was trying increasingly aggressive therapies to bring
the flares under control. Each treatment came with its own set of
side effects and risks. Every time Alexandra would call from school,
my heart would jump before I picked up the call, in fear of hearing
that my child was once again in pain from the flares.

Ironically, the worst call came from one of her friends to report
that Alexandra was back in the ER being evaluated by a GI sur-
geon to determine if an emergency procedure was needed to clear
an intestinal blockage that was caused by the disease. Several
hours later, a brilliant surgeon at the University of Chicago re-
moved over a foot of diseased tissue from her intestine. The sur-
gery saved her life but did not cure her. We continue to live every
day knowing the disease could flare at any time with devastating
consequences.

Fortunately, the scientific community is making tremendous
strides in the fight against IBD. We have terrific partners at the
NIH and CDC, and I will now turn my attention to CCFA’s fiscal
year 2010 recommendations for these agencies.

Throughout its 40-year history, CCFA has forged successful re-
search partnerships with the NIH. CCFA provides crucial seed
funding to researchers, helping investigators gather preliminary
findings, which in turn enables them to pursue IBD research
projects through the NIH. For fiscal year 2010, CCFA joins with
other patient and medical organizations in recommending a 7 per-
cent increase in funding for the NIH.
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Mr. Chairman, as I mentioned earlier, CCFA estimates that 1.4
million people in the United States suffer from IBD, but there
could be many more. We do not have an exact number due to these
diseases’ complexity and the difficulty in identifying them. We are
extremely grateful for your leadership in providing funding over
the past five years for an epidemiology program on IBD at the Cen-
ters for Disease Control and Prevention. The program is yielding
invaluable information about the prevalence of IBD and increasing
our knowledge of the demographic characteristics of the patient
population.

Finally, Mr. Chairman, the unique challenges faced by children
and adolescents battling IBD are of particular concern to CCFA. In
recent years, we have seen an increased prevalence of IBD among
children, particularly those diagnosed at a very early age. To com-
bat this alarming trend, CCFA, in partnership with the pediatric
gastroenterology community, has instituted an aggressive pediatric
research campaign empowering investigators with HIPAA-compli-
ant information on young patients from across the Nation that will
jump start our efforts to expand basic and clinical research on our
pediatric population.

We encourage the Subcommittee to support our efforts to estab-
lish a pediatric IBD patient registry within the CDC in fiscal year
2010.

Mr. Chairman, once again, thank you for the opportunity to tes-
tify. I would be happy to answer any questions.

Mr. OBEY. Thank you.

[The information follows:]
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Mr. Chairman and members of the Subcommittee, thank you for the opportunity to speak with
you today on behalf of the 1.4 million Americans living with Crohn’s disease and ulcerative
colitis. As Congressman Jackson mentioned, my name is Gary Sinderbrand and 1 have the
privilege of serving as the Chairman of the National Board of Trustees for the Crohn’s and
Colitis Foundation of America. CCFA is the nation's oldest and largest voluntary organization
dedicated to finding a cure for Crohn's disease and ulcerative colitis -- collectively known as
inflammatory bowel diseases.

“National Headquarters
386 Park Avenue South, New York, NY 10016-8804
Tel: 800.932.2423  212.685.3440  Fax: 212.779.4098  E-mail info@ccfa.org  Internet: www.ccfa.org
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Let me say at the outset how appreciative we are for the leadership this Subcommittee has
provided in advancing funding for the National Institutes of Health. Hope for a better future for
our patients lies in biomedical research and we are grateful for the recent investments that you
have made in this critical area.

Mr. Chairman, Crohn’s disease and ulcerative colitis are devastating inflammatory disorders of
the digestive tract that cause severe abdominal pain, fever and intestinal bleeding. Complications
include arthritis, osteoporosis, anemia, liver disease and colorectal cancer. We do not know their
cause, and there is no medical cure. They represent the major cause of morbidity from digestive
diseases and forever alter the Jives of the people they afflict — particularly children. Iknow,
because I am the father of a child living with Crohn’s disease.

Seven years ago, during my daughter, Alexandra’s sophomore year in college, she was taken to
the ER for what was initially thought to be acute appendicitis. After a series of tests, my wife and
I received a call from the attending GI who stated coldly: Your daughter has Crohn’s disease,
there is no cure and she will be on medication the rest of her life. The news froze us in our tracks.
How could our vibrant, beautiful little girl be stricken with a disease that was incurable and has
ruined the lives of countless thousands of people?

Over the next several months, Alexandra fluctuated between good days and bad. Bad days would
bring on debilitating flares which would rack her body with pain and fever as her system sought
equilibrium. Our hearts were filled with sorrow as we realized how we were so incapable of
protecting our child.

Her doctor was trying increasingly aggressive therapies to bring the flares under control.

Asacol, Steroids, Mercaptipurine, Methotrexate and finally Remicade. Each treatment came with
its own set of side effects and risks. Every time A would call from school, my heart would jump
before I picked up the call in fear of hearing that my child was in pain as the flares had returned.
Ironically, the worst call came from one of her friends to report that A was back in the ER and
being evaluated by a GI surgeon to determine if an emergency procedure was needed to clear an
intestinal blockage that was caused by the disease. Several hours later, a brilliant surgeon at the
University of Chicago, removed over a foot of diseased tissue from her intestine. The surgery
saved her life, but did not cure her, We continue to live every day knowing that the disease could
flare at any time with devastating consequences.

From the point of hearing the news, I refused to accept the fact that this disease could not be
cured. As I studied all the relevant data I could find, I reached out to the organization that seemed
to be repeatedly mentioned, The CCFA. This organization is leading the fight in research,
education and support on behalf of the 1.4myn Americans that suffer from these illnesses.

I made a pest of myself at the National office seeking knowledge about how the fight was being
staged. The more [ learned the more I believed that we could do better. I was invited to join the
national board and 6 years later, I have the privilege of leading an extraordinary staff of
professionals and a network of volunteers across our entire country.
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We are making dramatic progress that is the result of the scientific excellence of our funded
researchers and our volunteer scientific leadership as well as the rapid advancement of available
technology. It is now not “if”” we will cure IBD, but ‘when”

The time to a cure is now a function of available funding.

Mr. Chairman, I will focus the remainder of my testimony on our appropriations
recommendations for fiscal year 2010.

RECOMMENDATIONS FOR FISCAL YEAR 2010

1) NATIONAL INSTITUTES OF HEALTH

Throughout its 40 year history, CCFA has forged remarkably successful research partnerships
with the NIH, particularly the National Institute of Diabetes and Digestive and Kidney Diseases
(NIDDK), which sponsors the majority of IBD research, and the National Institute of Allergy and
Infectious Diseases (NIAID). CCFA provides crucial “seed-funding” to researchers, helping
investigators gather preliminary findings, which in turn enables them to pursue advanced IBD
research projects through the NIH. This approach led to the identification of the first gene
associated with Crohn's -- a landmark breakthrough in understanding this disease.

To further accelerate genetic research and advance understanding of IBD, NIDDK issued a
research solicitation to establish an IBD Genetics Consortium approximately 8 years ago. This
effort was informed by recommendations from external experts. Funding for the Consortium’s
six centers began in 2002, and intensive data and sample collection, genetic analysis, and
recruitment of new patients and their families have been under way. In 2006, the Consortium
published the major discovery of a new IBD gene. Some sequence variations in this gene, called
IL23R, were found to increase susceptibility to IBD, while another variant actually confers
protection. This gene was known previously to be involved in inflammation, and its newly-
discovered association with IBD may lead to the development of better therapies for IBD. In
recognition of the success of the Consortium’s large-scale collaborative effort, NIDDK decided

to continue support for the program beyond its initial 5-year period which was slated to end in
FY07.

Renewed funding in FY08 has enabled the Consortium to continue its genetic studies and recruit
additional patients and relatives (as well as subjects without IBD for comparison). This
expansion will facilitate the identification of additional predisposing genes and enable genetic
analyses of certain patient subgroups, such as those from minority populations or those who
experience an early-onset form of IBD. These findings may then be used to pursue genetically-
based diagnostic tests that allow for earlier diagnosis and treatment intervention. In addition, the
data can be used to identify new molecular targets for therapeutic development that are
specifically targeted to a unique subset of patients.
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Mr. Chairman, we are grateful for the leadership of Dr. Stephen James, Director of NIDDK’s
Division of Digestive Diseases and Nutrition, for pursuing this and other opportunities in IBD
research aggressively. Fortunately, the field of IBD is widely viewed within the scientific
community as one of tremendous potential. CCFA’s scientific leaders, with significant
involvement from NIDDK, have developed an ambitious research agenda entitled “Challenges in
Inflammatory Bowel Diseases” that seeks to address many opportunities that currently exist. We
Took forward to working with NIDDK and the Subcommittee to pursue these research goals in
the coming years.

For FY10, CCFA joins with other patient and medical organizations in recommending a 7%
increase in funding for the NIH. We specifically encourage the subcommittee to support the
invaluable work of the NIDDK and NIAID.

2) CENTERS FOR DISEASE CONTROL AND PREVENTION

INFLAMMATORY BOWEL DISEASE EPIDEMIOLOGY PROGRAM

Mr. Chairman, as I mentioned earlier CCFA estimates that 1.4 million people in the United
States suffer from IBD, but there could be many more. We do not have an exact number due to
these diseases' complexity and the difficulty in identifying them.

We are extremely grateful for your leadership in providing funding over the past five years for an
epidemiology program on IBD at the Centers for Disease Control and Prevention. This program
is yielding valuable information about the prevalence of IBD and increasing our knowledge of
the demographic characteristics of the IBD patient population. If we are able to generate an
accurate analysis of the geographic makeup of the IBD patient population, it will provide us with
invaluable clues about the potential causes of IBD.

Appreciating Congressman Kennedy’s strong interest in autoimmune diseases like IBD, 1 should
note that the latest phase of this project focuses on Rhode Island. The “Ocean State Crohn’s &
Colitis Area Registry” is identifying each new case of inflammatory bowel disease diagnosed in
the state. The result will be a unique, population-based cohort of newly diagnosed patients to be
followed prospectively over time---the first of its kind in the U.S., and one of very few such
cohorts in the world. The goals of the study include: 1) describing the incidence rates of Crohn’s
disease and ulcerative colitis; 2) describing disease outcomes; and 3) identifying factors that
predict disease outcomes. To date over 85 newly diagnosed patients of all ages have been
enrolled into the study.

M. Chairman, to continue this important epidemiological work in FY 10, CCFA recommends a
funding level of $700,000, an increase of $16,000 over FY09.
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PEDIATRIC INFLAMMATORY BOWEL DISEASE PATIENT REGISTRY

Mr. Chairman, the unique challenges faced by children and adolescents battling IBD are of
particular concern to CCFA. In recent years we have seen an increased prevalence of IBD among
children, particularly those diagnosed at a very early age. To combat this alarming trend CCFA,
in partnership with the North American Society for Pediatric Gastroenterology, Hepatology and

Nutrition, has instituted an aggressive pediatric research campaign focused on the following
areas:

s  Growth/Bone Development - How does inflammation cause growth failure and bone
disease in children with IBD?

e (Genetics — How can we identify early onset Crobn's disease and ulcerative colitis?

¢ Quality Improvement - Given the wide variation in care provided to children with IBD,
how can we standardize treatment and improve patients' growth and well-being?

¢ Immune Response - What alterations in the childhood immune system put young people
at risk for IBD, how does the immune system change with treatment for IBD?

e Psychosocial Functioning — How does diagnosis and treatment for IBD impact depression
and anxiety among young people? What approaches work best to improve mood, coping,
family function, and quality of life.

The establishment of a national registry of pediatric IBD patients is central to our ability to
answer these important research questions. Empowering investigators with HIPPA compliant
information on young patients from across the nation will jump-start our effort to expand
epidemiologic, basic and clinical research on our pediatric population. We encourage the

Subcommittee to support our efforts to establish a Pediatric IBD Patient Registry with the CDC
inFY10.

Once again Mr. Chairman, thank you very much for the opportunity to be with you today. Ilook
forward to any questions you may have.
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WEDNESDAY, MARCH 18, 2009.

AMERICAN COLLEGE OF CARDIOLOGY

WITNESS
JACK LEWIN, M.D.

Mr. OBEY. Next, we will hear from Dr. Jack Lewin, American
College of Cardiology.

Dr. LEWIN. Good morning, Chairman Obey and Ranking Member
Tiahrt and members of the Committee. I am a physician and the
Chief Executive of the American College of Cardiology. It is a real
privilege to be here with you today. Thank you.

I would like to just take some excerpts from my testimony, which
has a lot of details I hope that you will appreciate.

The American College of Cardiology represents veritably all the
practicing cardiologists in this country. We also represent many
thousands of international cardiologists. We represent advance
practice nurses and pharmacists and others who practice cardio-
vascular medicine in teams with us.

We are concerned about the fact that the burden of cardio-
vascular disease in this country is rapidly growing. We estimate
about $475,000,000,000 of health services, medications, lost produc-
tivity due to cardiovascular disease will occur in 2009. It is still,
by far and away, the number one cause of morbidity and mortality,
the number one killer in this country. In Medicare,
$420,000,000,000 we spent in Medicare last year, 43 percent of it
will be cardiovascular cost. That is over $180,000,000,000.

Twenty-four hundred people die each day from heart disease, one
every 30 seconds or so. About 1.5 million people will have a heart
attack, one will die about every minute in this country. We can do
a lot to improve that.

Now, despite all that, since 2000, there has been a 29 percent re-
duction of morbidity and mortality in this country in heart disease
because of new imaging modalities, new treatment modalities in
terms of angioplasties and stents, improvements in surgical out-
comes and prevention. And that is great, but disparities exist in
cardiovascular disease. Gender and ethnic disparities are just inex-
cusable. More women die than men of heart attacks in this country
today, and most people do not seem to understand that.

We can do far better. We are spending far more than we need
to for what we need in this future to build prevention and other
health care services. So this ought to be a new era in which some
of the colleges’ most proud traditions could be better implemented
with your help.

We have, for 25 years, translated science into guidelines, per-
formance measures, and, lately, appropriate use criteria for tech-
nology to make sure the best evidence gets to the patients at the
point of care. The Rand Corporation estimates that about 50 per-
cent of the time people in this country are getting that evidence.
We have got to improve upon that, not only with electronic health
records and clinical decision support systems to make sure that
does get better, but by tracking how we are doing.

The college runs something called the National Cardiovascular
Data Registries. CMS actually requires some of the use of some of
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our registries in Medicare programs. We run these in 2,400 major
hospitals where cardiovascular services are provided and we meas-
ure outcome across these, over hundreds of measures in these hos-
pitals.

In the last year, for example, we demonstrated that while the
science says if you are having a heart attack in the emergency
room, you need to get that heart attack treated and the blockage
opened within 90 minutes to prevent permanent damage to your
heart, as we measured across the country, and people thought we
were doing this in about an hour, hospitals were shocked to learn
that the average was well over two hours. In just one year we have
gotten almost all of American hospitals down to under 90 minutes
just by giving them the data.

So these registries are critically important and we need your help
to expand the use of these registries through Federal agencies and
others to systematically improve quality, address misuse and over-
use of technologies, and go out and try to find those people who
need services that are not getting them today. That is our profes-
sional accountability.

So we are asking that NIH get a 7 percent increase, to
$3,200,000,000, to help NIH and NIHLBI with some of the research
needs to deal with some of the gaps in knowledge that still exist
to help us improve the evidence-based care at the point of care.

We would like to see AHRQ, Agency for Health Research and
Quality, get an increase of $32,000,000 to $405,000,000 to help us
with the registry activities and to help us with comparative effec-
tiveness research that would, again, advance these causes.

We would like to see CDC get some more money, another
$20,000,000 to $74,000,000, for heart disease and stroke prevention
activities; and the Health Resources and Services Administration
also needs more resources for emergency defibrillation and for
rural and community health activities.

The research needs are critically important. The comparative ef-
fectiveness research is critically important to us. So, in conclusion,
Mr. Chair and members of the Committee, we believe this in-
creased investment in NIH and NIHLBI, AHRQ, CDC, and HRSA
will pay off with huge dividends for our society, huge return on in-
vestment there. The social and economic costs are great, but the
opportunities are great. We have made great progress in cardio-
vascular disease, but the epidemic is increasing as America grays
and as the diabetes and obesity problems multiply.

So thank you very much for listening to the testimony and re-
ceiving the details of it. We look forward to working with you. It
has been an honor to be with you today.

Mr. OBEY. Thank you. I would just point out that, in the stim-
ulus package, we did provide $300,000,000 to AHRQ and
$400,000,000 to NIH for the kind of research you are talking about.

Dr. LEWIN. And we are so grateful for that. Thank you, sir.

Mr. OBEY. Thank you.

[The information follows:]
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Mr. Chairman and members of the subcommittee, I am Dr. Jack Lewin, Chief Executive Officer
of the American College of Cardiology (ACC), a 37,000 member, non-profit professional
medical society and teaching institution whose mission is to advocate for quality cardiovascular
care — through education, research promotion, development and application of standards and
guidelines — and to influence health care policy.

Heart disease is the leading cause of death for both women and men in the United States and is
projected to cost the country $475 billion in health care services, medications, and lost
productivity in 2009. Nearly 2,400 Americans die of cardiovascular disease each day — an
average of 1 death every 37 seconds. In 2009, an estimated 785,000 Americans will have a new
coronary attack, and about 470,000 will have a recurrent attack. It is estimated that an additional
195,000 silent first myocardial infarctions occur each year. About every 25 seconds, an
American will have a coronary event, and about every minute someone will die from one.

Fortunately, the death rates for cardiovascular disease have declined and Americans due to
advances in science through new drug and device therapies, surgical innovations, enhanced
emphasis on prevention, and innovative public educational programs--all made possible through
NHLBI-funded research. In fact, since 2000 we have seen a 29 percent reduction in morbidity
and mortality rates; nonetheless additional improvement is needed, including reducing variation,
uneven quality, reducing disparities of race and gender. Our citizens-many of them potential
cardiac patients-do not want us to become complacent as we celebrate the many advances in the
prevention, diagnosis, and treatment of cardiovascular disease that have resulted from our
nation's pioneering research and educational programs.

ACC encourages Congress to provide a strong federal investment in research and prevention
programs that address cardiovascular disease. Federal research is providing for breakthrough
advances that fundamentally change our understanding of the prevention and treatment of
cardiovascular disease, leading to better outcomes, decreased costs, and increased quality of life
for patients.

ACC Funding Recommendations for FY2010

ACC urges the Subcommittee to consider the following FY 2010 funding recommendations
when determining appropriations for programs within the Department of Health and Human
Services:

National Institutes of Health (NIH): The College supports a 7 percent increase in NIH funding for
FY 2010, for a total of $3.227 billion. Research conducted through the NIH has resulted in better
diagnosis and treatment of cardiovascular disease, thereby improving the quality of life for those
living with the disease and lowering the number of deaths attributable to it. Adequate funding
through the NIH is necessary for basic, clinical, and translational research that facilitates the
delivery of new discoveries to the bedside.
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National Heart, Lung, and Blood Institute (NHLBI): ACC supports an FY 2010 budget of $3.227
billion to help the NHLBI continue its critical research into the causes, diagnosis, and treatment
of heart, blood vessel, lung and blood diseases. This investment will allow NHLBI to continue
fulfilling the goals laid out in its strategic plan, “Shaping the Future of Research: A Strategic
Plan for the National Heart, Lung, and Blood Institute.”

Agency for Healthcare Research and Quality (AHRQ): The College recommends an FY 2010
base funding level of $405 million for AHRQ, an increase of $32 million. We support the recent
increases in funding for AHRQ’s comparative effectiveness research program. We recommend
that increased funds for AHRQ in 2010 be dedicated to bolstering these other important research
topics to balance the recent investments in comparative effectiveness research. Comparative
effectiveness research alone will not solve our health system challenges; the full spectrum of
health services research on health care costs, quality, and access should be supported.

CDC Heart Disease and Stroke Prevention Program: ACC recommends $74 million, a $20
million increase, for the Centers for Disease Control and Prevention (CDC) State Heart Disease
and Stroke Prevention program. The CDC Division for Heart Disease and Stroke Prevention’s
public education efforts are making strides in the prevention of and early intervention in treating
cardiovascular disease — thereby potentially reducing future care costs significantly.

HRSA Rural and Community AED Program: The College recommends $8.927 million for the
Health Resources and Services Administration (HRSA) Community Access to Emergency
Defibrillation program. This funding level would restore the program to its FY 2005 funding
level when it provided grants to 47 states. This is an important initiative that saves lives by
placing external defibrillators in public facilities.

Research Needs in Cardiovascular Care

ACC and the American Heart Association (AHA) have a long history in the development of
clinical practice guidelines. The College strives to produce the preeminent medical specialty
practice guidelines, with more than 18 guidelines on a range of cardiovascular topics. They are
developed through a rigorous, evidence-based methodology employing multiple layers of review
and expert interpretation of the evidence on an ongoing, regular basis. Many clinical research
questions, however, remain unanswered or understudied. The guideline recommendations based
on expert opinion rather than clinical data vary by cardiovascular topic from only 20 percent for
coronary bypass surgery to more than 70 percent for valvular heart disease.

Through its clinical policy development process, the College has identified knowledge gaps for
cardiovascular disease. If addressed, these currently unresolved issues have potential to
positively impact patient outcomes, costs, and the efficiency of care delivery. An investment in
answering the following scientific questions through the NIH, in particular the NHLBI, and
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through the Agency for Healthcare Research and Quality (AHRQ), will help to better narrow the
target population who can benefit from treatment and therefore increase the efficacy and
efficiency of patient-centered care delivery:

1.

What is the effect of common cardiovascular therapies on elderly populations whose
metabolism and kidney function is lower and may not respond to medications in the same
way as the younger patients typically included in clinical trials?

What is the effect of common cardiovascular therapies on patients with multiple other
diseases/conditions?

What are the best approaches to increasing patient compliance with existing therapies?

What screening and risk models (existing or new) could further define who will benefit
from various therapies?

. What are the optimal management strategies for anticoagulation and antiplatelet agents in

heart attack patients, patients with stents, and atrial fibrillation patients to maximize
benefit and reduce bleeding risks?

‘What are the best approaches to managing complex but understudied cardiovascular
topics such as congenital heart disease, valvular heart disease, and hypertrophic
cardiomyopathy? These topics have become areas of higher research interest as
techniques have developed to extend the lives of these patients.

What are the risks and benefits of common off-label uses of widely used therapies and
procedures, such as drug eluting stents?

What are the best catheter-based techniques to increase treatment success and reduce
complications for both coronary and cardiac thythm procedures?

The above list of topics is not exhaustive but gives an overview of some of the themes of the
evidence gaps that exist across the ACC/AHA guidelines.

In addition to specific clinical research topics, ACC recommends funding to help address
structural issues that could help identify, prioritize, and interpret research findings over the long

term.

1.

The NIH should fund more trials of direct comparison between pharmacological and
other therapies. Without these important trials, the current emphasis on promoting
comparative effectiveness will be founded upon efficacy trials and not effectiveness.
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2. The NHLBI should work with the clinical cardiology community to proactively design
clinical trials to address unanswered clinical questions and identify methods that allow for
greater comparability among studies. NHLBI should work with ACC and the AHA to
develop an evidence model that would drive future research initiatives based on current
evidence gaps in the guidelines; and

3. NIH should fund the development of a robust informatics infrastructure across Institutes
to process research evidence. Studies should be designed such that their results could be
“fed” into a computer model that would provide additional insights for developers of
clinical recommendations.

4. NIH should fund studies of patient preference and values.

The Role of Comparative Effectiveness Research

Through the ACC’s past 25 years of developing clinical guidelines, performance measures and
clinical appropriate use criteria, we have found that comparative effectiveness research has
proven to be a vital tool that helps translate clinical research into more informed medical
decision-making. ACC supports an increased investment in federal comparative effectiveness
research based on the principle that physicians and patients should have the best available
evidence upon which to make choices in health care items and services. An important
component in data collection comes through clinical registries. The College’s National
Cardiovascular Data Registries (NCDR) can play a substantial role in this area.

The College strongly believes that keeping cost analyses independent of comparative clinical
effectiveness research ensures that the clinical research achieves a high degree of credibility
among all stakeholders. The entity responsible for supervising/conducting this research must not
also make coverage and benefit decisions; such decisions should be independently made, based
on the best available scientific evidence, and should take into consideration the need for
flexibility based on the individual needs and complexities of the patient. In addition, ACC
believes that guideline development is best done by medical specialty societies—like ACC,
where the clinical expertise resides—to synthesize the information from multiple sources in ways
that are actionable and where there is greater credibility among patients and providers. Lastly,
the College urges the concurrent development and implementation of strategies for the
widespread dissemination and use of the results of comparative research by health care
providers, through systematic programs of physician education and support from specialty
societies such as ACC.

In conclusion, by continuing this nation's major investment in biomedical research in general,
NIH, NHLBI, AHRQ, and CDC-spensored research in particular, Congress will help literally
thousands of investigators make discoveries and advance knowledge. As researchers open new
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paths to and through medical frontiers, it is exciting to contemplate the implications for the
future health of our citizens. Already, as a result of a multitude of discoveries and innovations,
thousands of highly-skilled cardiovascular specialists are performing procedures such as coronary
angioplasty and prescribing medical treatments that were unimaginable just a few years ago. But
this is not just about treatment. Health care professionals are also promoting powerful
prevention strategies that have been validated by HHS sponsored researchers.

The need to reduce the enormous social and economic costs of cardiovascular disease is a
compelling reason to increase our cardiovascular disease research budget significantly. The need
has never been greater. The United States must prepare itself, both scientifically and fiscally, for
the inevitable increase in the incidence of cardiovascular disease that will accompany the graying
of the so-called baby-boomer generation.

I hope the Subcommittee shares my optimism about the unique opportunities that our scientists
and clinical investigators now have to achieve their long-standing goal of conquering this nation's
number one killer, In summary, the American College of Cardiology would like to encourage
you to generously fund government-sponsored cardiovascular research -- it is a wise investment
in our nation's future.

M. Chairman, I appreciate having this opportunity to speak to the Subcommittee.

I have submitted a written statement for the record.

Thank you.
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Prior to Coming to ACC, Lewin was CEO of the 35,000 member California Medical Association and its various
subsidiary companies. Lewin was also formerly Hawaii’s Director of Health from 1986-1994, overseeing 6500
employees and a $1 Billion budget. In this role, he helped Hawaii achieve near-universal access to health care
.and revitalize statewide public health systems. In Hawaii, he was also CEO of the statewide 13-facility
Community Hospital System.

Before that, as a Commissioned Officer in the USPHS, he was the founder and first Director of the Navajo
Nation Department of Health, serving the needs of America's largest Indian tribe, straddling the three states of
Arizona, New Mexico and Utah.

Trained in internal medicine, Lewin has also enjoyed many years of practicing primary care medicine during his
career in Arizona, Hawaii, and California. He serves on numerous national boards and advisory bodies,
including being founder and President of the Physicians’ Foundations, which are among the top ten health-related
philanthropies in the nation, focused on promoting quality, patient safety, and health information technology
adoption, and President of the national Patient Safety Institute. He was an advisor on health policy to President
Clinton.

Dr. Lewin received his B.A. in Biological Sciences from the University of California, Irvine, and his M.D. from
the University of Southern California. His hobbies include composing for piano, skiing, biking, kayaking, and
long-distance running, having completed over 25 marathons. He and his wife Sandra have three children.
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WEDNESDAY, MARCH 18, 2009.

PARKINSON’S ACTION NETWORK

WITNESS
MARY McGUIRE RICHARDS

Mr. OBEY. Next, Mary McGuire Richards, Parkinson’s Action
Network.

Ms. RicHARDS. Thank you. Thank you, Chairman Obey, thank
you, Ranking Member Tiahrt for inviting me to testify on behalf of
the Parkinson’s Action Network regarding the National Institutes
of Health. I am the Deputy Chief Executive Officer at the Parkin-
son’s Action Network. We are also known by our acronym PAN.

PAN represents the entire Parkinson’s community, including
more than 1 million Americans living with Parkinson’s Disease,
their families, and all of the major national Parkinson’s organiza-
tions across the Country. You may have indeed met with some of
your Parkinson’s constituent advocates yesterday, when more than
300 people living with Parkinson’s Disease were here on Capitol
Hill to communicate with their elected representatives about the
issues that are facing them back at home.

Parkinson’s Disease is a chronic, debilitating, neurological dis-
order that results from premature death of dopamine-producing
neurons in the brain. Parkinson’s patients experience devastating
physical and mental symptoms, including tremors, debilitating slow
movements, postural instability, profound sleep disturbances, and
a variety of cognitive impairments.

Parkinson’s is the second most common neurodegenerative dis-
ease in the United States and it is currently without a known cure.

Parkinson’s state-of-the-art treatment is currently based on a 40-
year-old therapy. This therapy only provides some relief for some
of the motor symptoms of the disease. There is nothing that slows
or stops progression of disease. All of our current treatments are
simply symptomatic relief and not disease modifying. As such, peo-
ple living with Parkinson’s Disease are desperately awaiting inno-
vative disease modifying therapies that will relieve their pain and
ultimately halt the unrelenting march of the disease.

Before I begin discussing 2010 funding issues, I would like to
thank members of this Committee for their support for the Na-
tional Institutes of Health, including the $10,000,000,000 in the
stimulus bill for the NIH. PAN not only applauds your commitment
to biomedical research funding, but we will continue working with
the NIH to ensure strategic investment of this one-time infusion of
money to the NIH.

PAN continues to support the research advocacy communities’
NIH request; however, we are also invested not only in how much
money is spent at the NIH, but how those dollars are best spent.

To truly deal with the public health needs facing this Nation, dis-
ease modifying therapies, those that slow or stop progression of dis-
ease, are needed for untreated and under-treated diseases such as
Parkinson’s Disease. To accomplish this, NIH must launch a large,
coordinated effort to overcome the scientific valley of death. Simply
put, the valley of death is the gap between basic discoveries and
potential therapies to treat disease. It is also known as
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translational research. This science is new, it is challenging, it is
costly, but it is essential if our aim is ultimately to develop those
ther;lapies that will meet an increasingly burdensome public health
need.

NIH funds world-class basic science, but translational research is
new science that requires new thinking. A consequence of tremen-
dous discovery, such as the human genome project, has been addi-
tional science sophistication, but also somewhat less hopefully, it is
a further separation from the researcher and that researcher’s
science to the people who might benefit from such science. A new
model is required that will fill that gap.

NIH must rethink how we support the unique needs of
translational science. The same systems that have supported basic
science so well are not aiding in the application of that knowledge.
Different expertise, leadership, and training are necessary to tackle
complicated translation issues that are preventing or slowing re-
search from moving into potential therapies.

NIH must develop a unique infrastructure, as well as systems to
support translational science. Infrastructure must include things
such as intellectual property and FDA expertise, which are essen-
tial to this part of the research endeavor.

Many existing efforts at the Institute must be bolstered or re-
modeled, and new systems called for under NIH reform must sim-
ply be funded. Unfortunately, a lack of dedicated resources at NITH
has resulted in slowed implementation of NIH reform, which the
Parkinson’s community strongly supported. NIH reform aimed to
enhance NIH’s transparency, accountability, portfolio management,
and strategic planning efforts, all of which will hasten basic discov-
eries and their translation into better therapies and treatments for
all Americans facing diseases and disorders.

Without the commitment of resources to implement these reform
activities, the struggle between any new efforts, such as the ones
we would think are necessary in translational science, and the
need to continue funding new ideas and research is increasingly
difficult.

Let me be clear that PAN continues to support basic research
discoveries coming out of NIH. Robust research at the beginning of
the pipeline is essential for continuing to grow our knowledge of
biomedical and disease processes, as well as to provide a feeding
ground for new and novel ideas in science.

Of course, should novel ideas show promise, additional funding
must be directed at translating these discoveries into the treat-
ments to alleviate the suffering of people living with diseases.

As a patient advocacy organization, PAN is ultimately concerned
with improving the health of people living with Parkinson’s Dis-
ease. However, this is not a disease-specific problem, nor does it re-
quire a disease-specific approach to a solution.
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I do appreciate the Committee’s time. We do advocate for the
Committee to continue asking NIH to maintain the dedicated fund-
ing resources and systems necessary to support patient-oriented re-
search and finding a cure for all Americans. I am happy to take
any questions. We really do appreciate your time and your consid-
eration.

Mr. OBEY. Thank you.

Ms. RICHARDS. Thank you.

[The information follows:]
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Thank you, Chairman Obey, and Ranking Member Tiahrt for inviting me to testify on behalf of
the Parkinson’s Action Network regarding the National Institutes of Health. Iam the Deputy
Chief Executive Officer of the Parkinson’s Action Network, also known by our acronym, PAN.

PAN represents the entire Parkinson’s community, including the more than 1 million Americans
currently fighting Parkinson’s disease (PD), the estimated 60,000 newly diagnosed every year,
and their families, and all the national Parkinson’s organizations, including The Michael J. Fox
Foundation for Parkinson’s Research, Parkinson’s Disease Foundation, National Parkinson
Foundation, Parkinson Alliance, and American Parkinson Disease Association.

Parkinson’s disease is a chronic, progressive neurological disorder that results from degeneration
and premature death of dopamine-producing brain cells. Parkinson’s patients experience
devastating physical and mental symptoms such as tremors, debilitating slow movements,
postural instability (balance problems), sleep disturbances, and a variety of cognitive
impairments.

Parkinson’s is the second-most common neurodegenerative disease in the United States. The
cause of PD is unknown, although research points to a combination of genetic and environmental
factors. PD is currently without any known cure.

Today, treatment options only provide relief for only some symptoms of the disease. There is
nothing that slows, stops, or reverses progression of the disease or that will ward off ultimate and
complete disability. Current state-of-the-art treatment for people with Parkinson’s disease is
rooted in levodopa and its derivatives. Levodopa was approved almost 40 years ago and, sadly,
is still the primary treatment for Parkinson’s. Deep Brain Stimulation (DBS) surgery is available
for certain patients and treats some symptoms of Parkinson's disease. Yet, levodopa, its
derivatives, and DBS only treat some motor symptoms of the disease and are only effective in
treating those symptoms for a limited period of time.

Unfortunately, as the disease progresses, the motor and non-motor symptoms worsen and
become increasingly difficult to treat. With disease progression, Parkinson’s patients experience
motor unpredictability and fluctuation. Patients do not know when the medication will “kick in,”
(resulting in an “on” period) or even if it will (resulting in an “off”” or immobile period.)
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As Parkinson’s progresses, even with treatment, substantial disability -~ including the inability to
maintain balance, walk, speak, and move -- is inevitable and makes assisted living and nursing
home care necessary. Ultimately, PD is a disorder of immobility, where persons suffering from
the disease can feel trapped in their own bodies. People living with Parkinson’s disease are
desperately awaiting an innovative disease modifying therapies that will relieve their pain and
halt the disease.

Although the purpose of today’s hearing is Fiscal Year (FY) 2010 appropriations for the National
Institutes of Health (NIH), I would like to take this opportunity to thank the Committee on behalf
of the Parkinson’s community for providing $10 billion for the NIH in the American Recovery
and Reinvestment Act, H.R, 1. Thanks to your efforts, this significant investment will facilitate
much-needed research and thousands of high paying jobs. Of particular interest to PAN, is
ensuring the strategic use of this significant, one-time infusion of biomedical research funding
necessary to hasten basic discoveries and development of better therapies and a cure for
Parkinson’s disease.

Regarding FY 2010 appropriations, PAN continues to work in conjunction with the Ad Hoc
Group for Medical Research to promote steady, sustainable increases in funding for NIH,
Accordingly, in order to not lose ground in ongoing research and consistent with the President’s
request, we support the medical research advocacy community's recommendation for at least a
seven percent increase above the FY 2009 funding leve! for the NIH.

However, PAN also continues to focus on how the biomedical research enterprise can engage in
science to drive faster treatments and cures for people living with Parkinson’s disease. To
discern the best and fastest route to curative science, we examine not only how much money is
needed but also how to those dollars are best spent. To this end, we urge the Committee to
provide NIH funding to support NIH Reform implementation as well as the resources necessary
to overcome the scientific “Valley of Death.”

NIH Reform

An unfortunate outcome of the past several years of flat-funding of the NIH is slowed
implementation of many of the reforms called for by the NIH Reform Act of 2006, which was
strongly supported by the Parkinson’s community. NIH Reform aimed to enhance NIH’s
transparency, accountability, and strategic planning efforts -- all of which will hasten basic
discoveries and their translation into better treatments and cures for Americans facing diseases
and disorders.

I would like to first applaud the agency for it’s implementation of the NIH Reform mandated
agency-wide reporting system, which was launched in January of 2009. This reporting tool,
called the Research, Condition, and Disease Categorization (RCDC) system, is a comprehensive
electronic reporting system that, for the first time, transparently catalogues all of the research
activities of the NIH in a standardized format.

Increased transparency of NIH research activities highlights areas of ongoing research to
improve research portfolio management, provides greater accountability of research dollars, and
spurs creative thinking about new scientific approaches. This information is beneficial for
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independent investigators, public advocacy groups, NIH internally, and Congress. The RCDC
system is a huge endeavor that has already been fruitful for disease advocacy organizations,
including PAN.

Although the Parkinson’s community is pleased with the progress that has already been made,
we are also aware that many of the NIH Reform implementation efforts should be further along
than they are today. In fact, RCDC system’s development was slowed, in part, due to a lack of
sufficient funding. Without the commitment of resources to implement these Reform activities,
the struggle between new efforts and the need to continue funding new ideas in research is
increasingly difficult. In order for NIH to implement the reforms recently passed by Congress,
appropriations for NIH must, at a minimum, keep pace with biomedical inflation.

The Scientific Management Review Board was to issue its first report to Congress within a year
and a half of enactment of the bill. However, it is lagging behind schedule -- its members were
only named in September of 2008 and no report has yet been issued. The creation of the Board
was to be significant because the reform legislation made it responsible for making
recommendations regarding changes in NIH organizational structure. The Board is also tasked
with reviewing the current research portfolio and making strategic planning recommendations
and ensures that NIH maximizes scientific opportunities that impact public health. This
provision was important to disease advocacy organizations as it aimed to drive patient-oriented
outcomes, but we are concerned about early signs that it is behind schedule.

Although proper and timely implementation of NIH Reform efforts is necessary, these reform
provisions only constitute a modest and incremental approach to creating patient-oriented
outcomes at the agency, Flat-funding at the agency also harms on-going efforts to enhance
translational and clinical research needed to hasten better treatments and cures for Parkinson’s
disease and many others.

Valley of Death
1t is helpful to understand the context in which PAN views all NIH programs. As you may

know, NIH is the single largest source of Parkinson’s and other biomedical research funding in
the world. As such, it is charged with developing new knowledge to improve the health of
Americans living with diseases and disabilities.

NIH funds world-class basic science, but a coordinated, large-scale effort within the agency is
needed to support this emerging type of science. Handing off publicly-financed research to
private industry for product development is one of the most difficult steps in crossing the Valley
of Death, and a coordinated, well-supported translational research enterprise at NIH will help
researchers in moving their work along.

NIH must rethink how to support the unique needs of translational science and provide the
expertise, leadership, and training necessary to tackle complicated issues that prevent or slow
research from moving into potential therapies. Intellectual Property and FDA expertise is
essential to this part of the research endeavor, and existing efforts at the Institute must be
bolstered or remodeled. NIH must develop a unique infrastructure as well as systems that are
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needed to support translational science and hasten discovery of new treatment and cures for all
Americans.

It is widely agreed, however, that there are major obstacles in the research endeavor that are
slowing, if not blocking, our way to better treatments and cures for untreated and under-treated
diseases. The issue is the scientific Valley of Death where promising therapies and treatments
fail to connect from research to products.

Currently, no one in the federal government is responsible for ensuring that the scientific baton is
passed from basic discovery onto private therapy development. The drug development pipeline
in this country generally depends upon pharmaceutical or biotechnology companies picking up a
discovery and seeing it through to the end of the FDA approval process. This middle part of the
process, where promising drugs can be lost and no one is ensuring that good ideas in the lab are
“translated” into real possibilities for patients, is referred to as the “Valley of Death.”

In addition, over the Jast 15 years, science has become more sophisticated as we better
understand the complexities of human biology and disease; however, a consequence has been
moving researchers who conduct basic science farther away from patients who might benefit
from the application of such science. A new model is required that will fill the gap, or the Valley
of Death, between basic discoveries and potential therapies for disease.

1t has been the position of the Parkinson’s community for quite some time that NIH should focus
on patient-oriented outcomes by doing more to combat the Valley of Death. Unfortunately,
however, due to a lack of funding and in order to maintain basic research grants, NIH not only
has not focused more on translational research, but has actually cut these programs. As Dr.
Zerhouni said in his Senate Labor, Health and Haman Services, and Education Appropriations
Subcommittee testimony on March 19, 2007, “the impact [of NIH budget cuts] is primarily in
our ability to translate from the laboratory to the clinic to the bedside into the community what
we need to do to prevent diseases.*

It is disconcerting for people living with Parkinson’s and other untreated or under-treated
conditions to know that many potential drugs are languishing in the "Valley of Death" simply
because there is not enough funding to move basic research to product development. This
science is some of the most difficult and costly research needed to develop therapies and meet
the public health need, including developing pre-human testing, efficacy trials, production design
and a range of other steps needed to determine whether a drug will be safe and effective. Itis
also essential for reducing the burden of disease and disability for millions of Americans.

The research that will bridge the Valley of Death is translational science, which aims to move
basic discoveries into therapies for people living with diseases. Without translational research,
the development of our best solutions to major public health needs — better treatments and cures
— are slowed if not stopped altogether.

Let me be clear that PAN continues to support basic research discoveries coming out of NIH,
which are very important. Robust research at the beginning of the pipeline is essential for
continuing to grow our knowledge of biological and disease processes as well as to provide a
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feeding ground for new, novel ideas in science. Of course, should novel ideas show promise,
additional funding should be directed at translating these discoveries into treatments to alleviate
the suffering of people living with disease.

Today, the Parkinson’s Action Network again seeks your support for NIH funding sufficient to
make gains in NIH Reform implementation and overcoming the Valley of Death. PAN
continues to support basic science, but, as a patient advocacy organization, we are ultimately
concerned with improving the health of people living with Parkinson's disease. We ask the
committee to ensure that the NIH maintains the dedicated funding, resources, and systems
necessary to support patient-oriented research essential to finding a cure.

On behalf of the Parkinson’s community, I thank you for your continued interest in Parkinson’s
disease issues and your support for better treatments and a cure for Parkinson’s. I would be
happy to answer any questions you may have.
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WEDNESDAY, MARCH 18, 2009.
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WITNESS
ALBERT A. RIZZO, M.D.

Mr. OBEY. Next, Dr. Albert Rizzo, American Lung Association.

Dr. Rizzo. Thank you, Chairman Obey and Committee members.
I am a board certified practicing physician in pulmonary sleep
medicine and critical care, and currently the Chief of Pulmonary
and Critical Care Medicine Section at the Christiana Care Health
Systems in Newark, Delaware.

I am also a long-time volunteer of the American Lung Associa-
tion and currently serve as Speaker of the Nationwide Assembly,
which is the body of that volunteer organization that oversees the
mission work. I am pleased to present the American Lung Associa-
tion’s recommendations today.

The public health and research programs funded by this Com-
mittee will prevent lung disease and improve and extend the lives
of millions of Americans who suffer from lung disease.

First and foremost, we want to thank you, Mr. Chairman and
Committee members, for the investments in health you made in
H.R. 1, the American Recovery and Reinvestment Act. We particu-
larly appreciate the investments in research and funding for pre-
vention and wellness programs. These investments will have net a
near-term and long-term dividend for the health of American peo-
ple, as well as people worldwide.

Many lung diseases are chronic diseases and, as such, are huge
drivers of cost and human suffering. We urge the Committee to
focus resources on reducing the burden of such chronic diseases.
While our focus is on lung disease, we know that America must
maintain a renewed commitment to medical research in general,
and strongly support increasing the investment in research across
the entire NIH.

A growing, sustained, predictable, and reliable investment in the
National Institutes of Health provides hope for millions afflicted
with lung disease. A new and sustained investment in prevention
and wellness will lead to a healthier, more productive population
and reduce health care costs. Investments in proven interventions,
like smoking cessation and the Healthy Committees Program at
the Centers for Disease Control and Prevention, reduce the burden
of disease.

Progress in these areas was made in fiscal year 2009 and in the
stimulus bill. But as you well know, Mr. Chairman, to see the out-
comes that we all seek, these investments must be sustained over
time.

The toll of lung disease is enormous. It is responsible for one in
every six deaths, and more than 33 million Americans suffer from
a chronic lung disease. Chronic obstructive pulmonary disease, or
COPD, which is more commonly known as emphysema or chronic
bronchitis, is the fourth leading cause of death and the only leading
cause of death in this Country that continues to increase.

The cost in human toll of COPD is staggering. I see patients
every day who suffer from this disease. Mary G. was a patient of



119

mine who developed COPD and sent the last six months of her life
on a ventilator or breathing machine. Mary’s daughter, Beth, who
I now treat for asthma, lived with and loved a very significantly
impaired mother who could not participate in the day-to-day activi-
ties that a mother should participate in because she was so short
of breath.

Despite the enormity of this problem, COPD receives far too little
attention at CDC or in health departments across the Nation. The
American Lung Association strongly supports the establishment of
a national COPD program within CDC’s National Center for
Chronic Disease Prevention and Health Promotion, with a funding
level of at least $1,000,000 for fiscal year 2010 to create a com-
prehensive national action plan for combating this disease. This
plan will address the public health role in prevention, treatment,
and management of this disease.

So, in concluding, besides COPD, the American Lung Associa-
tion’s recommendations are that NIH needs to have significant and
sustained increasing and funding research for lung cancer to im-
prove the terribly low lung cancer survivorship; adequate funding
for the CDC’s Office on Smoking and Health that can help prevent
so much of the disease I see in my office every day; asthma re-
search and asthma programs for the nearly 23 million afflicted in-
dividuals with that chronic lung disease; tuberculosis, especially
multi-drug resistant TB, needs research because of the significant
threat it poses to public health; and influenza, since the Nation
must continue to invest and be prepared for a significant pandemic,
as well as providing yearly annual vaccination.

Many patients with these diseases are literally fighting for air
every day, sometimes from breath to breath, so, Chairman and
members of the Committee, I thank you for your time, and please
consider the Nation’s urgent lung health needs in 2010 appropria-
tion bill.

[The information follows:]
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Department of Health and Human Services
Summary of Programs

Centers for Disease Control and Prevention

*« 8 8 2 0 0 0

Increased overall CDC funding -- $8.6 billion

Funding CDC COPD Program at least $1 million

Funding Healthy Communities -~ $30 million

Office on Smoking and Health -- $160 million

Asthma programs -~ $70 million

Environment and Health Outcome Tracking - $50 million
Tuberculosis programs - $210 million

Influenza preparedness -- $157 million

NIOSH -- significant and sustained increase

National Institutes of Health

Significant and sustained increase with particular attention to lung disease
at the following institutes and centers:

.

National Heart Lung and Blood Institute

National Cancer Institute

National Institute of Allergy and Infectious Diseases
National Institute of Environmental Health Sciences
National Institute of Nursing Research

National Center on Minority Health and Health Disparities
Fogarty International Center
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Statement of Albert A. Rizzo, MD,
Speaker,
American Lung Association Nationwide Assembly

The American Lung Association is pleased to present our recommendations to the Labor, Health
and Human Services, and Education Appropriations Subcommittee. The public health and
research programs funded by this committee will prevent lung disease and improve and extend
the lives of millions of Americans who suffer from lung disease.

The American Lung Association is the oldest voluntary health organizations in the United States,
with national offices and local associations around the country. Founded in 1904 to fight
tuberculosis, the American Lung Association today fights lung disease in all its forms through
research, advocacy and education.

First and foremost, we want to thank you Mr. Chairman and this committee for the investments
in health made in HR 1, the American Recovery and Reinvestment Act. The lung health
community particularly appreciates the investments in research and funding for prevention and
wellness programs.

A SUSTAINED AND SUSTAINABLE INVESTMENT

Mr. Chairman, the investments this committee makes can and will pay near term and long term

dividends for the health of the American people and people everywhere.

e The reform of the health care system is an urgent national priority. Chronic disease is a
huge driver of cost and human suffering. We urge the committee to focus resources on
reducing the burden of chronic disease.

e America must maintain a renewed commitment to medical research. A growing,
sustained, predictable and reliable investment in the National Institutes of Health provides
hope for millions afflicted with lung disease and others. While our focus is on lung disease
research, we strongly support increasing the investment in research across the entire National
Institutes of Health.

e A new and sustained investment in prevention and wellness will lead to a healthier
population and reduce health care costs. Investments in proven interventions like smoking
cessation will reduce the burden of disease. The Centers for Disease Control and Prevention
must be supported to drive this change.

Progress in these areas was made in FY2009 and in the stimulus bill but as you well know, Mr.
Chairman, to see the outcomes that we all seek, these investments must be sustained over time.

LUNG DISEASE

Each year, more than 400,000 Americans die of lung disease. Lung disease is America’s number
three killer, responsible for one in every six deaths. More than 33 million Americans suffer from
a chronic lung disease. Each year lung disease costs the economy an estimated $154 billion.
Lung diseases include: lung cancer, asthma, chronic obstructive pulmonary disease, tuberculosis,
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pneumonia, influenza, sleep disordered breathing, pediatric lung disorders, occupational lung
disease and sarcoidosis.

IMPROVING PUBLIC HEALTH

The American Lung Association strongly supports investments in the public health
infrastructure. In order for the CDC to carry out its prevention mission, and to assure an
adequate translation of new research into effective state and local programs to improve the health
of all Americans, we strongly support increasing the overall CDC funding to $8.6 billion.

We strongly encourage improved disease surveillance and health tracking to better understand
diseases like asthma. We support an appropriations level of $50 million for the Environment
and Health Outcome Tracking Network to allow federal, state and local agencies to track
potential relationships between hazards in the environment and chronic disease rates.

We strongly support investments in communities to bring together key stakeholders to identify
and improve policies and environmental factors influencing health in order to reduce the burden
of chronic diseases. These programs lead to a wide range of improved health outcomes
including reduced tobacco use. We strongly recommend at least $30 million in funding for the
Healthy Communities program to expand its reach to more communities.

CHRONIC OBSTRUCTIVE PULMONARY DISEASE

Chronic Obstructive Pulmonary Disease, or COPD, is the fourth leading cause of death both in
the U.S. and worldwide and the only leading cause of death that continues to increase. Yet, it
remains relatively unknown to most Americans. COPD refers to a group of largely preventable
diseases, including emphysema and chronic bronchitis that gradually limit the flow of air in the
body. In 2007, the annual cost to the nation for COPD was $42.6 billion. This includes $26.7
billion in direct health care expenditures, $8.0 billion in indirect morbidity costs and $7.9 billion
in indirect mortality costs. Medicare expenses for COPD beneficiaries were nearly 2.5 times that
of the expenditures for all other patients.

Despite the enormity of this problem, COPD receives far too little attention at CDC or in health
departments across the nation. The American Lung Association strongly supports the
establishment of a national COPD program within CDC’s National Center for Chronic Disease
Prevention and Health Promotion with a funding level of at least $1 million for FY 2010 to
create a comprehensive national action plan for combating COPD. Creating this plan will
address the public health role in prevention, treatment and management of this disease.

This must occur if the pation is to begin to address this critical public health problem.

It has been estimated that 10.2 million patients have been diagnosed with some form of COPD
and as many as 24 million adults may suffer from its consequences. In 2005, 127,049 people in
the U.S. died of COPD. Women have exceeded men in the number of deaths attributable to
COPD since 2000. Today, COPD is treatable but not curable. Fortunately, promising research is
on the horizon for COPD patients. Research on the genetic susceptibility underlying COPD is
making progress. Research is also showing promise for reversing the damage to lung tissue
caused by COPD. Despite these promising research leads, the American Lung Association
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believes that research resources committed to COPD are not commensurate with the impact
COPD has on the U.S. and the world.

The American Lung Association strongly recommends that the NIH and other federal research
programs commit additional resources to COPD research programs. We strongly support a
significant and sustained increase for the National Heart, Lung and Blood Institute budget and its
lifesaving lung disease research program.

LUNG CANCER

An estimated 360,081 Americans are living with lung cancer. During 2008, an estimated
215,020 new cases of lung cancer were diagnosed, and 159,292 Americans died from lung
cancer in 2005. Survival rates for lung cancer tend to be much lower than those of most other
cancers. Men have higher rates of lung cancer incidence than women. However, over the past
32 years, the lung cancer age-adjusted incidence rate has decreased 15 percent in males
compared to an increase of 150 percent in females. Further, African Americans are more likely
to develop and die from lung cancer than persons of any other racial group.

Lung cancer receives far too little attention and focus. Given the magnitude of lung cancer and
the enormity of the death toll, the American Lung Association strongly recommends that the
NIH and other federal research programs commit additional resources to lung cancer. We
support a significant and sustained increase for the National Cancer Institute and urge more
attention and focus on lung cancer.

TOBACCO USE

Tobacco use is the leading preventable cause of death in the United States, killing more than
443,000 people every year. Smoking is responsible for one in five U.S. deaths. The direct health
care and lost productivity costs of tobacco-caused disease and disability are also staggering, an
estimated $193 billion each year.

Earlier this year, the Congress passed the extension of the Children's Health Insurance Program
funded by a 62 cent increase in the tobacco tax. We commend Congress for passing this life
saving legislation. In two weeks on April 1, the tax goes into effect. We know that increased
prices encourage adults to quit and discourage kids from starting to smoke and even more must
be done to help smokers quit and prevent kids from starting to smoke. We can prevent more than
80 percent of the cases of lung cancer and COPD by curbing tobacco use. Tobacco control must
be priority one on the prevention and wellness agenda.

Given the magnitude of the tobacco-caused disease burden and how much of it can be prevented;
the CDC Office on Smoking and Health should be much larger and better funded. Historically,
Congress has failed to invest in tobacco control. This neglect cannot continue if the nation wants
to prevent disease and promote wellness. The American Lung Association strongly supports a
minimum level of at least $160 million in FY 2010 funding for the Office on Smoking and
Health. This represents a restoration, accounting for inflation, to the funding levels provided
during the Clinton administration. We hope that the committee can provide significant and
sustained growth to the Office on Smoking and Health.
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ASTHMA

Asthma is a chronic lung disease in which the bronchial tubes become swollen and narrowed,
preventing air from getting into or out of the lung. An estimated 34 million Americans have
been diagnosed with asthma by a health professional. Approximately 22.9 million Americans
currently have asthma, of which 12.3 million had an asthma attack in 2007. Asthma prevalence
rates are over 38 percent higher among African Americans than whites. Studies also suggest
that Puerto Ricans have higher asthma prevalence rates and age-adjusted death rates than all
other racial and ethnic subgroups.

Asthma is expensive. Asthma incurs an estimated annual economic cost of $19.7 billion to our
nation. Asthma is the third leading cause of hospitalization among children under the age of 15.
It is also one of the leading causes of school absences. The federal response to asthma has three
components: research, programs and planning. We are making progress on all three fronts but
more must be done:

Asthma Research

Researchers in the NHLBI-supported American Lung Association Asthma Clinical Research
Network have discovered that asthma symptoms are not triggered in part by silent acid reflux.
Therefore, the longstanding practice of prescribing heartburn medication to asthma patients who
do not exhibit symptoms associated with acid reflux such as heartburn or stomach pain is
ineffective and unnecessarily expensive. The results of this study, which has been accepted for
publication in a prestigious journal, are considered to be the most comprehensive evaluation to
date of the efficacy of prescription heartburn medication to control respiratory flare-ups in
asthmatics whose symptoms have not been well controlled by other therapies. NIH should
continue to invest in asthma clinical research trials like this one.

Asthma Programs

The American Lung Association recommends that CDC be provided $70 million in FY10 to
expand its asthma programs. This funding includes state asthma planning grants, which leverage
small amounts of funding into more comprehensive state programs.

INFLUENZA

Influenza is a highly contagious viral infection and one of the most severe illnesses of the winter
season. It is responsible for an average of 226,000 hospitalizations and 36,000 deaths each year.
Further, the emerging threat of a pandemic influenza is looming. Public health experts warn that
209,000 Americans could die and 865,000 would be hospitalized if a moderate flu epidemic hits
the U.S. To prepare for a potential pandemic, the American Lung Association supports funding
the federal CDC Influenza efforts at $157 million.

TUBERCULOSIS

Tuberculosis primarily affects the lungs but can also affect other parts of the body. There are an
estimated 10 million to 15 million Americans who carry latent TB infection. Each has the
potential to develop active TB in the future. About 10 percent of these individuals will develop
active TB disease at some point in their lives. In 2007, there were 13,299 cases of active TB
reported in the U.S. While declining overall TB rates are good news, the emergence and spread
of multi-drug resistant TB pose a significant threat to the public health of our nation. Continued
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support is needed if the U.S. is going to continue progress toward the elimination of TB. We
request that Congress increase funding for tuberculosis programs to $210 million for FY 2010.

CONCLUSION

The American Lung Association also would like to indicate our strong support for growth of
additional institutes and programs that impact lung health. We strongly support a significant and
sustained increase in funding for the NIH’s National Institute of Allergy and Infectious Disease;
particularly research on asthma, allergies and tuberculosis; National Institute of Environmental
Health Sciences; to improve the understanding of impact of air pollution and other
environmental factors on lung health; National Institute of Nursing Research and its research
related to lung disease; National Center on Minority Health and Health Disparities and its
research to reduce lung health disparities; the Fogarty International Center and its important
work on tuberculosis; and CDC’s National Institute for Occupational Safety and Health and its
work related to occupational lung disease.

Mir. Chairman, lung disease is a continuing, growing problem in the United States. It is
America’s number three killer, responsible for one in six deaths. Progress against Jung disease is
not keeping pace with other major causes of death and more must be done. Mr. Chairman, the
level of support this committee approves for lung disease programs should reflect the urgency
illustrated by these numbers.
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Albert A. Rizzo MD, FACP, FCCP
Speaker of the Nationwide Assembly of the
American Lung Association 2008-2009
&
Section Chief, Division of Pulmonary/Critical Care Medicine
Christiana Care Health Systems Newark, DE

Dr. Albert A. Rizzo is Chief of the Section of Pulmonary and Critical Care Medicine at the
Christiana Care Health Systems in Newark, Delaware and is managing partner in a 13-physician
pulmonary/critical care/sleep medicine group. He is board certified in internal medicine,
pulmonary, and sleep medicine, and is a Clinical Assistant Professor of Medicine at Thomas
Jefferson University Medical School in Philadelphia where he obtained his medical degree and
completed his residency in Internal Medicine. He received his specialty training at Georgetown
University Hospital in Washington, DC.,

His private practice includes a strong interest in asthma, COPD, pulmonary rehabilitation, lung
cancer and obstructive sleep apnea. Dr. Rizzo is medical director of a four site-18 bed sleep
center. He is also Medical Director of the Lung Health and Sleep Enhancement Center which
performs clinical research in pulmonary, critical care and sleep disorders.

Dr. Rizzo has been a volunteer with the American Lung Association since 1987 and is currently
Speaker of the Nationwide Assembly of the American Lung Association, which is the body
responsible for delivery of the American Lung Association’s mission of research, advocacy, and
education to promote lung health and prevent lung disease. Prior to being Speaker, he also
chaired the Lung Association’s Advocacy Committee, helped establish the American Lung
Association Advocacy Day on Capitol Hill in 2007 and continues to be an active advocate for the
Lung Association mission. The American Lung Association will be holding its third annual Day
on the Hill on March 25, 2009,

Financial Disclosures. Dr. Rizzo is currently compensated as a promotional speaker for the
following products: Astra-Zeneca (Symbicort), Novartis (Xolair), Boehringer-Ingelheim and
Pfizer (Spiriva), Sepracor (Alvesco, Brovana, Xopenex). He and his practice currently are
compensated for clinical research trials in the following disease states by Novartis (COPD),
Actelion (Pulmonary Hypertension), and Gilead (Pulmonary Fibrosis). (Updated March 16,
2009)



127

Subcommittee on Labor, HHS, Education
and Related Agencies

Witness Disclosure Form

Clause 2(g) of rule XI of the Rules of the House of Representatives requires non-
governmental witnesses to disclose to the Committee the following information. A nen-
governmental witness is any witness appearing on behalf of himself/herself or on behalf of
an organization gther than a federal agency, or a state, local or tribal government.

Your Name, Business Address, and Telephone Number:
Albert A, Rizzo, MD

Speaker, Nationwide Assembly

American Lung Association

1301 Pennsylvania Avenue NW Suite 800

Washington DC 20004

202-785-3355

1. Are you appearing on behalf of yourself or a non-governmental organization? Please
list organization(s) you are representing.

American Lung Association

2. Have you or any organization you are representing received any Federal grants or
contracts (including any subgrants or subcontracts) since October 1, 2006?

Yes No

3. If your response to question #2 is “Yes”, please list the amount and source (by agency
and program) of each grant or contract, and indicate whether the recipient of such
grant or contract was you or the organization(s) you are representing.

American Lung Association

CDC: Asthma Friendly Schools Initiative $606,506
CDC: Breathe Well, Live Well $290,000
EPA: Comprehensive Childhood Asthma Management $1,200,000
CDC: Asthma Policy Conference $60,000
EPA: Controlling Cockroaches in Your Home Video $9,600

Signature: W ﬁ/ﬁf Date: March 16, 2009

Please attach a copy of this form, along with your curriculum vitae (resume) to your written
testimony.
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WEDNESDAY, MARCH 18, 2009.

OVARIAN CANCER NATIONAL ALLIANCE
WITNESS
SUSAN BUTLER

Mr. OBEY. I regret to inform the Committee that I am told that
we are going to have two votes sometime between 11:30 and 11:45,
which will mess up the lives of the last three people on this list
unless we can keep tightly to the time.

So, next, can we call Susan Butler?

Mr. Moran, I think you wanted to introduce her?

Mr. MORAN. Yes. Thanks, Mr. Chairman.

Susan, back in 1995, was diagnosed with ovarian cancer. At that
time, the prospects were very harsh and the treatment options few.
She was fortunate enough to enroll in an NIH clinical trial and it
saved her life. Since then, she has devoted her life to the 22,000
additional women every year that are diagnosed with ovarian can-
cer, giving them hope and comfort.

I could go on and on—I will not—about the other things she
does. She is a CEQO; she has had award-winning websites; she has
gotten the NIH Director’s Award for her commitment to enhance
patient care and service at NIH’s Clinical Center.

But she is a great witness and thank you for having her, Mr.
Chairman.

Mr. OBEY. Thank you.

Please proceed.

Ms. BUTLER. Mr. Chairman, Mr. Ranking Member, distinguished
members of Congress, and especially Congressman Moran for your
steadfast support of cancer and cancer research all of these years,
I am Susan Lowell Butler, the Executive Director of the DC Cancer
Consortium, and I am a proud cofounder of the Ovarian Cancer
National Alliance, the national advocacy organization for ovarian
cancer. As Congressman Moran has said, I am a 13—year survivor
of simultaneous breast and ovarian cancer, and I am here today to
ask you to fund programs in the Labor, HHS and Appropriations
bill that will help combat this cancer.

In considering this request, please think of the sobering statistics
of this cancer. About 22,000 women are diagnosed with ovarian
cancer each year, and about 15,000 die from the disease. It is the
fifth leading cause of cancer deaths among women, a statistic that
has been unfortunately true for many years.

Fewer than 20 percent of women with ovarian cancer are diag-
nosed with early stages of the disease, where survival is the great-
est, and only 45 percent of women diagnosed will live more than
five years.

More than 70 percent of women who get the disease will have at
least one recurrence; and when recurrence happens, within months
after individual treatment, as is the case for many women, the can-
cer then responds to fewer and often less effective treatment op-
tions.

I am happy to say that, so far, despite the classic late diagnosis
and the presence of another cancer, I have beaten the odds, and I
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am pleased to be here more than 13 years after diagnosis and one
year after a recurrence. I wish I had more company.

There are three major programs that address ovarian cancer in
this bill that will help me have more company.

First is Johanna’s Law: The Gynecologic Cancer Education and
Awareness Act. Many of you have been vocal champions for this
bill and I thank you for your work. The program has been funded
for the past two years, allowing the Centers for Disease Control to
begin a national awareness campaign about the signs and symp-
toms of gynecologic cancer.

The law is named for Johanna Silver Gordon, who, like many
women, had symptoms of ovarian cancer that she missed, as did
her health care providers. Without a reliable early detection screen,
our best hope now is for early detection is awareness among
women and their health care providers of the signs and symptoms
of the ovarian cancer. On behalf of the thousands of women that
experience these symptoms, we ask that you appropriate
$10,000,000 for this program for fiscal year 2010.

But symptom awareness is just the beginning. We need better
treatments for women who have the cancer, as well as a real un-
derstanding of how it works in the body. We do not know enough
about who is at risk, how this disease develops, how to detect it
early, and how to keep it in remission. Other than that, we are in
good shape. Without sufficient basic and translational research, we
will never have that knowledge.

The National Cancer Institute funds SPORE programs, Special-
ized Programs of Research Excellence, which are cross-institutional
research programs and an important research collaboration. One of
these SPOREs is run by the Gynecologic Oncology Group, which
runs many much needed clinical trials on ovarian cancer. In fiscal
year 2008, NCI funded more than 500 research grants on ovarian
cancer across a wide array of important issues. Please keep this
critical research going and increase the appropriations for NCI to
$6,000,000,000 for fiscal year 2010.

Finally, CDC runs the Ovarian Cancer Control Initiative, a re-
search program that includes risk perception and screening for
women at high risk, clinical practices in the follow up of ovarian
masses, and in the relationship between symptoms and time to di-
agnosis. This research is of critical importance, and on behalf of the
women and families who are touched by or at risk of being touched
by ovarian cancer, we request you increase its funds to
$10,000,000.

Despite these grim statistics, the research you have funded over
the years has brought progress and years of life for women with
ovarian cancer. On behalf of all of us, thank you for what you have
done and we hope very much for your continued support in the fu-
ture. I will take any questions you may have.

[The information follows:]
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Public Witness Testimony of
Susan Lowell Butler,

Executive Director, DC Cancer Consortium,
Founding Member of Ovarian Cancer National Alliance
on behalf of
Ovarian Cancer National Alliance

Mr. Chairman, Mr. Ranking Member, and distinguished Members of Congress, good morning,
and thank you for inviting me to testify today.

t am Susan Lowell Butler, the executive director of the DC Cancer Consortium. | am also a co-
founder of the Ovarian Cancer National Alliance, the national advocacy organization for
ovarian cancer. | am a thirteen-year survivor of simultaneous breast and ovarian cancer - and |
am here today to ask you to fund programs in the Labor-HHS and Education Appropriations
Bill that will help combat ovarian cancer.

In considering this request, please consider the sobering statistics of this disease:

* Approximately 22,000 women were diagnosed with ovarian cancer each year - and
about 15,000 women die annually from the disease. It is the fifth leading cause of
cancer deaths among women — a statistic that has been true for many years;

o Fewer than 20 percent of women with ovarian cancer are diagnosed in the early
stages of the disease, when survival is greatest. Only 45 percent of women diagnosed
will survive more than five years;

¢ More than 7o percent of women will have at least one recurrence;

* When arecurrence happens within months after initial treatment, as is the case for
many women, the cancer then responds to fewer and often less effective treatment
options.

I am happy to say that so far, despite late diagnosis and the presence of another cancer, | have
beaten the odds, and am pleased to be here more than 13 years after my diagnosis and one
year after a recurrence. ! wish | had more company.

There are three major programs that address ovarian cancer in this bill.

Firstis Johanna's Law: The Gynecologic Cancer Education and Awareness Act. Many of you
have been vocal champions for this bill, and | thank you for your work. This program has been
funded for the past two years, allowing the Centers for Disease Control and Prevention to
begin a national awareness campaign about the signs and symptoms of gynecologic cancers.
The law is named for Johanna Silver Gordon, who, like many women, had symptoms of ovarian
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cancer which were missed by both her and her healthcare provider. Without a reliable early
detection screen, our best hope for early detection is awareness among women and their
health care providers of the signs and symptoms of ovarian cancer. On behalf of the thousands
of women that experience symptoms of ovarian cancer, we ask that you appropriate $10
million for this program for FY 2010.

But symptom awareness is just the beginning. We need better treatments for women who
have this cancer, as well as real understanding of how it works in the body. We don‘t know
enough about who's at risk, how this disease develops, how to detect it early, and how to keep
it in remission. Without sufficient basic and translational research, we never will.

The NCi funds SPORE programs - Specialized Programs of Research Excellence -which are
cross - institutional research programs — an important research collaboration. One of the
SPOREs is run by the Gynecologic Oncology Group, which runs much-needed clinical trials on
ovarian cancer. In Fiscal Year 2008, the NCI funded more than 500 research grants on ovarian
cancer across a wide array of important issues. Keep this critical research going — and increase
appropriations for the National Cancer Institute to $6 billion for FY 2010.

Finally, the CDC runs the Ovarian Cancer Control Initiative, a research program that includes
risk perception and screening for women at high risk for ovarian cancer; clinical practices in the
follow up of ovarian masses; the relationship between symptoms and time to diagnosis; and
tracking both incidence and surgical interventions of ovarian cancer. This research is of critical
importance, and on behalf of the women and families who are touched by, or at risk of being
touched by, ovarian cancer we request that you increase its funds to $10 million for FY 2010.

Despite the grim statistics, the research you have funded over the years has brought progress
for women with ovarian cancer. When | was diagnosed in 1995, the treatment options were
relatively few, and harsh. Nonetheless, the clinical trial | was on at NCl saved my life. The good
news is that today’s first-line treatment allows most women to participate more fully in their
lives throughout it — an immeasurable gift, | assure you. So on behalf of the entire ovarian
cancer community — patients, family members, clinicians and researchers — we thank you for
your leadership and support of federal programs that seek to reduce and prevent suffering
from ovarian cancer. Thank you in advance for your support of these programs.

Ovarian Cancer National Alliance - 910 17 Street, NW #1190 - Washington, DC 20006
(202) 331-1332 - WWW.OVariancancer.org
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Subcommittee on Labor, HHS, Education
and Related Agencies

Witness Disclosure Form

Clause 2(g) of rule XI of the Rules of the House of Representatives requires non-
governmental wi

to disclose to the C the following information. A
non-governmental witness is any witness appearing on bebalf of himself/herself or
on behsif of an organization other than & federal agency, or a state, local or tribal

government.

Your Name, Business Address, and Telephone Number:

Susan Lowe]l Butler, Executive Director
DC Cancer Consortiom

4125 Albemarle St NW
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WEDNESDAY, MARCH 18, 2009.
AMERICAN SOCIETY OF CLINICAL ONCOLOGY

WITNESS
RICHARD L. SCHILSKY, M.D.

Mr. OBEY. Next, American Society of Clinical Oncology, Dr. Rich-
ard Schilsky.

I am going to ask people to please hold it to four minutes so that
we do get to hear everybody before the bells mess us up.

Go ahead.

Dr. ScHILSKY. Good morning, Chairman Obey, Ranking Member
Tiahrt, members of the Subcommittee. Thank you for the oppor-
tunity to testify today. My name is Richard Schilsky. I am a med-
ical oncologist at the University of Chicago and President of the
American Society of Clinical Oncology. On behalf of ASCO’s 27,000
members who treat people with cancer and conduct oncology re-
search, I want to thank you first for your longstanding commitment
to cancer research and highlight the critical importance of sus-
taining a robust and vibrant national clinical trial system through
NIH and NCI.

My testimony today will focus on the following points: We thank
Congress and the President for the recent stimulus funding for
NIH that will help cancer patients and provide significant boost to
our local economies. We urge the Subcommittee to support the
President’s fiscal year 2010 budget proposal for NIH and a sus-
taineiil multi-year commitment to increasing funding for cancer re-
search.

This Federal funding for cancer research is critical for a number
of reasons, including to advance the best interest of U.S. patients,
to support our next generation of cancer researchers, and to answer
important questions about cancer diagnosis and treatment.

ASCO applauds President Obama’s call to cure cancer, and we
strongly support the President’s request of over $6,000,000,000 for
cancer research within NIH and, importantly, his pledge to provide
a multi-year plan to double Federal funding for cancer research.
We believe that most of this funding should support work carried
out through the extensive NCI network.

This Country is poised to deliver on the challenge to cure cancer.
Cancer deaths are decreasing and the survival rates for many can-
cers are increasing. These successes are largely the result of our
publicly funded research system. However, the underlying research
infrastructure is at a critical break point, endangered by a lack of
predictable funding and the failure to keep pace with the growing
costs of conducting research.

We commend Congress for the additional $10,400,000,000 for
NIH included in the stimulus bill. However, this funding has some
limitations: it cannot fund multi-year research or stave off the im-
pact of the 15 percent decline in purchasing power that NIH has
lost since 2003. Only sustained funding into NIH and NCI’s base-
line can ensure the long-term viability of the U.S. research system.

Sustained funding will also bolster our researcher workforce, our
next generation of investigators, one of the most important re-
sources to preserve our position as the world leader in medical in-
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novation. These young people are questioning whether to pursue
careers as clinician investigators. Most importantly, lack of ade-
quate funding threatens the important trials being performed
through NCI that provide access to innovative therapies for Ameri-
cans in virtually every community where cancer care exists.

Federally funded research answers questions that are fundamen-
tally different from the studies that typically are supported by pri-
vate companies. Federally funded research answers important
questions regarding cancer diagnostics and treatments that im-
prove patient care. As one example that reflects the movement to-
ward personalized medicine, we now know that 40 percent of colon
cancer patients have tumor with a particular gene mutation that
makes certain drug treatments ineffective. By testing each patient
with a colon tumor, we can customize their treatment regimens
and care plans. Such research, while resource-intensive, promotes
better outcomes for patients, avoids unnecessary treatments, and
results in savings for our health care system.

Thank you for the opportunity to present ASCO’s views to the
Subcommittee today. We look forward to continuing our long-
standing collaborative work with you to provide improved clinical
outcomes for all Americans who are faced with cancer. Thank you.

Mr. OBEY. Thank you.

[The information follows:]



135
Testimony of
Richard L. Schilsky, M.D.

President, American Society of Clinical Oncology

Before the Subcommittee on Labor, Health and Human Services,
Education & Related Agencies

House of Representatives Committee on Appropriations

March 18, 2009
10:00 am



136

ASC@

American Society of Clinical Oncology

Thank you for the opportunity to submit testimony before the Labor, Health and Human
Services, Education and Related Agencies Subcommittee today. My name is Richard Schilsky,
M.D. Iam a medical oncologist at the University of Chicago and President of the American
Society of Clinical Oncology (ASCO).

ASCO is the leading specialty society in the United States and throughout the world for
physicians who treat people with cancer and conduct oncology research that leads to improved
patient outcomes. ASCO is committed to ensuring that high quality, evidence-based practices
for the prevention, diagnosis and treatment of cancer are available to all Americans in every
community throughout the United States. To this end, on behalf of our 27,000 members, I wish
to highlight the critical importance of sustaining a robust and vibrant national clinical trials
system through the National Institutes of Health (NIH) and the National Cancer Institute (NCI).

ASCO has a long history of working collaboratively with federal policy makers and physicians
in communities throughout the United States to promote the best interests of patients with cancer
and to advance scientific discovery. ASCO also works to translate scientific developments into
clinical guidelines to help inform the treatment decisions made by physicians and their patients.

My testimony will focus on the following points:

» ASCO commends Congress and President Obama for the steps you have taken to
enhance funding for biomedical research. These efforts will serve the overarching goal
of leading to scientific advancements that improve the outcomes for cancer patients while
providing rapid assistance to local economies throughout the United States by putting
talented research professionals to work. Every dollar of NIH support returns at least
$2.50 in economic growth to the local community.

e ASCO urges the Subcommittee to support the President’s budget request for NIH and
NCI for FY2010 and urges a sustained, multi-year commitment to increasing the levels of
funding for cancer research through NIH and NCIL

® Federal funding for cancer research plays a critical role in advancing the best interests of
patients and complements the research investment made by U.S. companies by
addressing different scientific questions.

o TFederal funding is needed to support research conducted within the United States,
providing U. S. patients with access to innovative therapies and answering scientific
questions in diverse patient populations within the U.S. health care system.
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o To maintain the United States’ leadership in innovation, federal funding is needed to
support our next generation of cancer investigators,

Discussion

1. ASCO commends Congress and President Obama for the steps you have taken to
enhance funding for biomedical research.

President Obama boldly called for a cure to cancer in his recent address to a joint session of
Congress. We applaud him for this leadership and support his budget proposal request of over
$6 billion dollars for cancer research within NIH and his pledge to provide a sustained, multi-
year plan to double funding for cancer research. NCI directs the majority of our federal cancer
research activities. Most of the funding set aside for cancer research in the President’s budget
should support work carried out by the NCI’s extramural and intramural activities, but there are
also opportunities for critical collaborations with other departments and agencies, both within
NIH and across the federal government, and with the broader cancer research community
throughout the private sector. The President’s budget is also consistent with NCI’s professional
judgment budget, reflecting the scientific opportunities that we could realize in the next fiscal
year with adequate funding.

This country is remarkably poised to deliver on the President’s challenge. Over the last 50 years,
this nation has developed the world’s preeminent cancer clinical trials system through its cancer
centers, Cooperative Groups, Community Clinical Oncology Program, Specialized Programs or
Research Excellence (SPORES), and other mechanisms. This publicly-funded system has
brought great progress in cancer prevention and treatment and has leveraged billions of doHars in
philanthropic investment and commercial partnership. The number of cancer deaths has
decreased for the first time in 70 years, despite a growing and aging population. Survival rates
for many of the most common cancers — including breast, colon, and prostate — are rising, In
fact, there are now 12 million American cancer survivors, up from 3.7 million 30 years ago.
Treatments are becoming more targeted and less toxic, and we are entering an era of
personalized therapies, in which treatment will be increasingly tailored to the genetic profile of
an individual tumor. But the people necessary to do the work and the underlying infrastructure
are at critical break points, and have been endangered by a failure to keep pace with the growing
costs of conducting research and a lack of predictable funding for NTH and NCI since 2003.

The additional $10.4 billion dollars for NIH included in the American Recovery and
Reinvestment Act of 2009 presents a tremendous opportunity for biomedical and cancer
research. We applaud Congress for providing this significant investment as part of the economic
stimulus effort. This will allow for support of RO1s, Challenge Grants, and other research grants
that have a reasonable expectation of making progress in two years, as well as administrative and
competitive supplements to current grants. NCI is quickly dispersing the stimulus funds to
communities throughout the U.S through its existing matrix of extramural programs. The
economic benefit of this infusion will be quickly realized through the hiring of research
personnel and purchasing of state-of-the-art equipment necessary to energize the entire research
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enterprise. It will translate directly to increased job opportunities for young investigators,
research nurses and research staff.

2. ASCO urges the Subcommittee to support the President’s budget request for
FY2010 appropriations and urges a sustained, multi-year commitment to increasing
the levels of funding for cancer research through NIH and NCL

The stimulus funding for biomedical research has limitations. Unfortunately, the stimulus
funding will not stave off the impact of lost purchasing power in the underlying budgets for NIH
and NCI - NIH has lost 15 percent of its purchasing power since 2003, This will not be
recovered unless Congress puts additional funding into NIH and NCI’s baseline. The results of
this stagnant funding have been far reaching. Researchers are abandoning or avoiding cutting-
edge projects that may be less likely to be funded. Senior investigators report that many of the
brightest young minds in our country no longer see the promise of a career in science, choosing
other careers instead. Investigators are spending more of their time seeking funding — time that
could be spent conducting research in the laboratory or treating patients in the clinic. Clinical
trials are being delayed or discontinued and patient enrollment in the United States is flagging.
These losses have delayed the quest for new cures, demoralized the research workforce, and left
us with few options to buttress a starving infrastructure that can no longer rely on clinical
margins to counterbalance inadequacies in research dollars.

The stimulus funding will not help ensure the long-term viability of our research system.
Clinical research does not take place without physician investigators, research nurses,
pharmacists, clinical research coordinators, data managers, and research administrators to
interact with patients and gather clinical trials data. Lapses in funding jeopardize our ability to
keep these people in place, ensure their training and attract a future workforce.

Yearly increases that keep pace with inflation are also necessary to ensure we can invest in the
clinical trials that are necessary to transform laboratory findings into diagnostics and therapeutics
that will improve patient care. While we would like the process to be quicker, the reality is that
clinical trials are multi-year projects from conception to implementation to completion and
analysis. This is especially true in cancer where we do not yet have many alternatives to
demonstrate effectiveness other than the impact on survival rates or other surrogate endpoints
such as time to progression. Because of the nature of the therapies we are testing, we also have
to follow patients for extended periods after the clinical trial has closed to ensure we understand
the long-term effects that may jeopardize the quality of life for cancer survivors. Ultimately,
sustained annual research funding will increase physician and patient participation in clinical
trials, which will help accelerate the development of new cancer diagnostics and treatments.

3. A federally-funded system for cancer research plays a critical role in advancing the
best interests of patients.

1t is critical that the United States preserve a vibrant federally-funded clinical trials system as a
complement to the trials performed by private entities. While manufacturers are often effective
at bringing a new treatment to market, it is federally-funded research — particularly in the case of
cancer — that ultimately helps us understand how to best use cancer treatments to treat patients.
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Federally-funded trials answer comparative effectiveness questions by comparing one treatment
directly to another. By independently and objectively comparing available therapies, we can
determine who will benefit, who will not, and in doing so, avoid the cost of treatments that are
unlikely to be effective for specific patients. Federally-funded trials develop biospecimen
repositories that enable the development of molecular tests to predict prognosis and response to
treatment. Federally-funded researchers also are often the only ones able to focus on diseases in
small populations and in children. The trials conducted to gain initial approval are often done in
patients with advanced disease. NCI-funded research has helped us understand how to use drugs
in multiple disease settings and for patients with earlier stages of disease where the potential
benefits are much greater.

4. Federal funding for cancer research is needed to support research conducted in all
settings within the United States.

We are moving into the frontier of personalized medicine, beginning to treat patients not just by
the site of their tumor but by the genetic composition of their disease and of their normal DNA.
This enables us to determine which patients will benefit from a treatment, and just as
importantly, which patients will not benefit from a treatment. These are questions that industry
might not be willing to fund. Research presented at last year’s ASCO meeting demonstrated
that, for colon cancer patients whose tumors possess a particular mutation of the gene, KRAS,
certain drug treatments will not be effective. Based on this data, ASCO now recommends that
all patients with metastatic colorectal cancer be tested for the KRAS gene mutation and that
those who possess it not be treated with these drugs. These research results not only allow better
outcomes for patients and avoidance of unnecessary treatment, but result in enormous savings for
our health care system.

While the private sector plays an important role in the development of new therapeutic options,
there is also concern that many industry-funded trials are increasingly conducted overseas.
There are several reasons for this development, but the long-term result may be that trial results
may be inadequate to guide U.S. clinicians seeking to prescribe the treatments to U.S. patients.
In addition, U.S. researchers will participate less in the discovery process, and our country will
lose this vital portion of the economy. More troubling is the fact that U.S. patients will have less
access to state-of-the-art treatment options. A robust federal research infrastructure will help
protect against this brain drain and loss of options for patients.

‘We have made important strides in ensuring that clinical studies are performed at the community
level, providing patients with access to innovative therapies and answering scientific questions in
diverse patient populations — but more needs to be done.

Improvements in anti-cancer and supportive care treatments enable us to offer treatments to 85
percent of cancer patients in their communities and near their homes. NCI has followed this with
development of a robust extramural mechanism that funds access to its trials throughout the U.S.
in virtually every community in which cancer care is offered. Non-academic, community sites
accrue at least 50 percent of the patients participating in the Cooperative Group system — which
conducts the majority of NCI-funded clinical trials (25,000-30,000 patients per year). The
Community Clinical Oncology Program also brings cancer prevention trials into the community
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setting, and the Minority-based Community Clinical Oncology Program enrolls 60 percent
minority patients. Investigators participate in this research because it addresses important
scientific questions and to provide a full range of treatment options to their patients. However,
the funding the federal government provides to enable this participation only covers one-third of
the actual research costs. It is vital that a portion of the FY2010 budget be dedicated to
addressing this disparity.

5. To miaintain the United States’ leadership in innovation, federal funding is needed to
support the next generation cancer investigators.

NIH provides critical funds to our training institutions to ensure that we are continually
developing our next generation of investigators. The economic environment is making it
increasingly difficult for these institutions to continue this vital mission. Coupled with the
growing concern about whether we will have an adequate workforce in the coming years, this is
making trainees reconsider pursuing a career as a clinician investigator. Increasing funds in this
area would help ensure that we continue to bring the best minds to the field of translational and
clinical research.

If Congress chooses to provide over $6 billion for cancer research at the NIH, the benefits will
not accrue to cancer patients alone. Cancer research is a paradigm for other diseases.
Therapeutic breakthroughs in cancer research have lead to treatments for many other diseases,
including rheumatoid arthritis and macular degeneration.

Thank you for the opportunity to present ASCO’s views on appropriations to the Subcommittee

today. We look forward to working with you to ensure a vibrant federally-funded clinical trials

system for people with cancer. Only by rapidly translating basic science discovery into clinical

application and ensuring widespread access to life-saving treatment will we continue to improve
the outcomes for all Americans with cancer.
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Richard L. Schilsky, MD
ASCO President, 2008-2009

Dr. Schilsky, a medical oncologist, is Professor of Medicine at the University of Chicago.
Since 1995, he has served as Chair of Cancer and Leukemia Group B, presiding over a
national research network that conducts clinical trials in cancer treatment, biology,
prevention and health outcomes. Dr. Schilsky’s research focus is gastrointestinal cancers
and cancer pharmacology and drug development, and his research has been continuously
funded by the National Cancer Institute (NCI) since 1987.

An ASCO member since 1980, Dr. Schilsky has served the Society in many capacities.
He served on the Board of Directors from 2002-2005, functioning as Board liaison to the
Grants Selection Committee, a member and Chair of the Personnel Committee, and a
member of the Executive Committee. Dr. Schilsky was the Scientific Program
Committee Chair in 2005 and a member of the Steering Committee for the
Gastrointestinal Cancers Symposium in 2006. He is a current member of the ASCO
Government Relations Council and Chair of the Cancer Research Committee. He has also
served on the Clinical Trials Task Force and the Selection Committee for the Advanced
Clinical Research Award in Breast Cancer. He was on the Journal of Clinical Oncology
Editorial Board from 1990 to 1993.

Dr. Schilsky is an active member of AACR, the European Society for Medical Oncology,
the American Society for Clinical Pharmacology and Therapeutics, the American College
of Physicians, the American Association for Cancer Education, the International Society
of Geriatric Oncology, the Association for Patient-oriented Research, and the Society for
Clinical Trials. He has been a member of the NCI Board of Scientific Advisors since
1999, was recently appointed to the Clinical Trials Advisory Committee, and has served
on numerous peer review and advisory committees. He has been a member and Chair of
the Oncologic Drugs Advisory Committee of the U.S. Food and Drug Administration.

Dr. Schilsky is an Associate Editor of Clinical Cancer Research and on the Editorial
Board of Molecular Oncology, Seminars in Oncology, the Journal of Cancer Research
and Clinical Oncology, Clinical Advances in Hematology & Oncology, The Oncologist,
and CURE. He has published more than 240 articles and book chapters and is the editor
of four books.

Dr. Schilsky earned a medical degree with honors from the University of Chicago
Pritzker School of Medicine. Following a residency in internal medicine at the University
of Texas Southwestern Medical Center and Parkland Memorial Hospital, he received
training in medical oncology and clinical pharmacology at the NCI.
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Schilsky, Richard L., M.D.

RESEARCH SUPPORT RECEIVED BY CALGB FROM THE NIH/NC! FOR WHICH
DR. SCHILSKY IS PRINCIPAL INVESTIGATOR
1. Central Operations grant for the cooperative group

5 U10 CA31946-27 9/30/83 - 3/31/09 6.00 Calendar
$9,482,300

2. CALGB Human Specimen Repositories

5 U24 CA114725-04 (Schilsky) 6/6/05 - 3/31/10 .12 Calendar
$1,851,664

To establish a national tissue-banking program, which will sustain the core operations of the
CALGB specimen repositories including specimen collection, storage, quality control,
distribution, inventory management, security and confidentiality.

3. CALGB Research Base Community Clinical Oncology Program

5 U10 CA37447-25 (Schilsky) 9/30/83 ~ 5/31/09 1.20 Calendar
$1,550,073

The major goal is to act as a research base for the CALGB Community Clinical Oncology
Program.

RESEARCH SUPPORT
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WEDNESDAY, MARCH 18, 2009.

ASSOCIATION FOR CLINICAL RESEARCH TRAINING
WITNESS
HARRY P. SELKER, M.D.

Mr. OBEY. Next, Dr. Harry Selker, Association for Clinical Re-
search Training.

Dr. SELKER. Thank you for inviting me here today. My name is
Dr. Harry Selker. I am past President and current Chair of the Ad-
vocacy and Public Policy Committee for the Association for Clinical
Research Training, ACRT.

ACRT is committed to improving the Nation’s health by increas-
ing the amount and quality of clinical research through the expan-
sion and improvement of clinical research training. We also serve
as a host organization for the National Alliance for Societies for
Clirllical Research Resources that coalesces in support of these
goals.

I want to start by thanking the Subcommittee for its strong com-
mitment to improving health through the recently passed fiscal
year 2006 Omnibus Appropriations package and the economic stim-
ulus legislation. Both bills provided meaningful funding increases
for our Nation’s health sciences agencies, specifically National In-
stitutes of Health and Agency for Healthcare Research and Quality.
These will translate into improved treatments and health for our
citizens.

I want to address three issues that are critical to optimally
leveraging the Country’s investment in research and health care.
To not address these is to not take advantage of the world’s great-
est biomedical research and medical care capabilities just when we
need to.

First, I want to talk about the importance of fully funding the
NIH Clinical and Translational Science Awards, the CTSAs. In
2005, NIH announced an ambitious plan to create CTSAs at 60
universities, with the goal of transforming our Nation’s biomedical
research enterprise and become more effectively translational into
improved health care. This is a major undertaking for NIH, but
with the understanding that it will repay that investment many
times over.

Funding started for the first 12 CTSAs in 2006 with great prom-
ise; however, with increasingly constrained resources at NIH,
NIH’s National Center for Research Resources that administers the
CTSAs and the Office of the Director curtailed CTSA funding.
Thus, for the CTSAs started in 2007 and in 2008, upon funding,
there were deep cuts, sometimes exceeding 50 percent of their
budgets, as they had constructed them based on the RFA.

Now, with improvements at NIH funding brought by the stim-
ulus package and the fiscal year 2009 appropriations, NIH and
NCRR could potentially restore full funding for the current 38
CTSAs going forward, but it is concerned about doing so because
of the long-term commitment that would be needed for full funding
of their goal of 60 fully-funded CTSAs. This deserves the attention
and support of this Subcommittee.
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Second, I would like to bring to your attention the importance of
restoring and growing K-Awards and T-32 awards for research,
training, and career development. Last year, the Subcommittee
showed strong leadership and urged NCRR to continue K-30 Clin-
ical Research Curriculum Awards to support core needs in research
training and career development at those institutions that do not
have CTSAs. I am pleased to inform you that NCRR has complied
with this request and recently issued the K-30 re-competition an-
nouncement.

However, these K-30 awards support the curriculum to train the
needed new generation of clinical and translational researchers,
but they do not have funds for stipends or the tuition for the young
physician investigators to actually take the courses. Thus, to lever-
age this growing capacity for training, there is a need to grow at
NIH and AHRQ—not cut back, as they have done recently—K se-
ries research career development awards and T-32 training awards
so that young researchers can participate in these K-30 and CTSA
training programs.

Third, and lastly, I want to emphasize the importance of con-
tinuing your support for Comparative Effectiveness Research, CER.
The American Recovery and Reinvestment Act of 2009 contained
$1,100,000,000 for CER activities, as was mentioned, at NIH and
AHRQ. AHRQ has been the Federal focus for CER, especially since
the Medicare Modernization Act, and NIH has been supporting
CER for some time. We are pleased that Congress recognizes the
importance of this work and that CER’s proper home is in the
health sciences agencies, where peer review process and infrastruc-
ture are in place to ensure the highest quality science, rather than
at a new, untested funding entity.

Thank you for this opportunity to share my views with you.

Mr. OBEY. Thank you.

[The information follows:]
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American Federation for Medical Research (AFMR), Association for Clinical
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Regarding Fiscal Year 2010 Appropriations for Clinical Research Training
Submitted to the
House Committee on Appropriations; Subcommittee on Labor, Health and Human
Services, Education and Related Agencies

Wednesday, March 18, 2009, 10:00AM

SUMMARY OF RECOMMENDATIONS FOR FISCAL YEAR 2010:

1) Works towards fully funding the emerging Clinical and Translational
Science Awards (CTSA) Program by providing $573 million in support.

2) Continued support for the NIH and AHRQ K-Awards for the training and
career development of research scientists.

3) Continued emphasis on the importance of Comparative Effectiveness
Research (CER) conducting at NIH and the Agency for Healthcare Research
and Quality (AHRQ).
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ACRT is committed to improving the nation’s health by increasing the amount and
quality of clinical research through the expansion and improvement of clinical research
training. This training and related career development support comes largely from funds
from the NIH and AHRQ.

NASCRR is comprised of the national organizations that provide leadership in the
field of clinical and translational research and training. NASCRR coalesces around areas
of common concern for the entire biomedical research and training communities and
works in support of these goals.

1 want to start by thanking the Subcommittee for its strong commitment to improving
public health through the recently passed FY 2009 Omnibus Appropriations package and
economic stimulus legislation. Both bills provided meaningful funding increases to
agencies such as NIH and AHRQ that will iranslate to improved treatments and health for
our citizens. ACRT and NASCRR applaud the Subcommittee for its role in securing this
funding, and we hope that this commitment can be sustained and enhanced in subsequent
years that should translate into better treatments, healthcare, and health for the US public.

1 want to address three issues that are at the center of biomedical research today.
First, as is now appreciated by Federal health sciences agencies, Congress, and the new
Administration, to gain maximal impact from the nation’s investment in biomedical
research, there must be a concerted focus on research that translates biomedical science
results into improved treatments and more effective healthcare. Second, the past few
years have not provided the career development opportunities to generate sufficient well-
trained researchers able to do this crucial work. Third, in order to translate the best
research results into excellent healthcare, there has to be research that compares the
effectiveness of different treatments and for different patients. These three needs are
crucial to optimally leveraging the country’s investment in research and in healthcare; to
not facilitate these is to not to take advantage of the world’s greatest biomedical research
and medical care capabilities at just a time when we need them.

1) The importance of fully funding the CTSA program.

In the past several years, researchers, the healthcare system, and NIH have come to
realize the great need for research focused on translational research — translation from the
laboratory bench to the bedside for testing in humans, translation from the patient beside
at major academic health center research units to widespread medical practice, and
translation from widespread practice into improvements in the public’s health, healthcare,
and health policies. In 2005, NIH announced an ambitious plan to create CTSAs at 60
universities, with the explicit goal of transforming the entire biomedical research
enterprise to become more effectively translational in these ways, with the explicit goal
of improved healthcare in this country. This has been a major undertaking and investment
for NTH, but with the understanding that better treatments, better health, and growth in
biotechnology industry will repay this many times over. The specific goals of NIH for the
CTSA program are: 1) improving the way biomedical research is conducted across the
country; 2) reducing the time it takes for laboratory discoveries to become treatments for
patients; 3) engaging communities in clinical research efforts; and 4) training and
developing the careers of the next generation of clinical and translational researchers.

Significant resources were promised to the research community in the form of major
grants that provide the needed infrastructure, resources, education, and career
development support to transform (see Zerhouni, E. Translational and Clinical Science —
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Time for a New Vision. New England Journal of Medicine, 353:14, October 12,
2005), with the plan to roll-out 60 CTSAs nationally over five years. This started with the
funding of 12 CTSAs programs in 2006, with enormous attention and great promise by
the U.S. and international scientific communities. However, soon, with the years of near-
level funding of NIH had drained the pool of resources that could be committed to
supporting the growing CTSA network. Because of this, the NIH National Center for
Research Resources (NCRR), that administers CTSAs, and the NIH Office of the
Director, had to curtail support for CTSAs. By the time the funding of the second group
of 12 CTSAs in 2007, and also for third group of 14, funded in 2008, the budgets that
applying universities had constructed based on the original request for applications,
which had been approved by the review process, were cut, in some cases by more than
50%. The proposals were peer-reviewed in an extremely competitive pool, and those
funded were those deemed most meritorious based on their planned budgets.
Nonetheless, the great promise of the CTSAs fell to the same axe that was causing
funding difficulties throughout NIH.

Now, with the improvements in NIH funding brought by the stimulus package and the
FY09 Appropriations, NCRR/NIH could potentially restart full funding of the current 38
CTSAs, but there remains concern about making such a commitment due to the long term
commitment this would require for full funding of the goal of 60 fully-funded CTSAs.
This deserves the attention and support of the Subcommittee.

In fact, the current situation is frustrating for current and prospective CTSA
institutions. We applaud the funding for NIH, NCRR, and comparative effectiveness
research (CER) that was provided through the economic stimulus package, and this
would seemingly provide a start to repair the shortfall for CTSAs. However, presently,
NCRR and other NIH Institutes and Centers are holding competitions and accepting
proposals that will be reviewed in the coming months to allocate the stimulus funds.
Many of the research activities which are being proposed are similar to activities the
CTSAs already planned in their initial peer-reviewed applications, but have been unable
to undertake due to a lack of funding. It makes more sense to us that this funding be
allocated immediately to meritorious proposals made by CTSA recipients that have
already been peer-reviewed and are therefore ready to be implemented right away. By
doing so, NIH can fulfill the commitment to fully-supporting the CTSA program, and
more immediately enable the impact of the economic stimulus legislation.

We fully understand that funding for the CTSA program over the long term will
require sufficient appropriations on an annual basis. The CTSA program is currently
funded at approximately $475 million. You will note from the attached professional
judgment budget prepared by NCRR in December that to facilitate appropriate
implementation the program should be funded at $573 million in FY 2010. Additionally,
this document shows that to fully implement the program and support a network of 60
centers by 2011, a funding level of approximately $672 million is required.

It is our recommendation that the Subcommittee support full implementation of the
CTS4 program by providing $573 million in FY 2010 and 3672 million of support in FY
2011, and by encouraging NIH to continue to build the program to 60 CTSAs.

2) The importance of continuing to support the K-Award research training and
career development programs
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As the CTSA program is rolled out, it is subsuming the activities of other NCRR
programs, such as the K-30 Clinical Research Curriculum Awards (CRCA) that provides
the curricular support for the development of badly needed graduate programs in clinical
and translational research. However, while flat budgets slowed implementation of the
CTSA network, the phasing out of K-30 awards continued on unimpeded. Last year the
Subcommittee showed strong leadership and urged NCRR to continue the CRCA
program for those institutions that had not yet received a CTSA. I am pleased to inform
you that the NCRR has complied with this request, and recently the Center issued the K-
30 re-competition notice. Thank you for taking an interest in clinical research training
and please continue to do so moving forward!

These K-30 awards (and CTSAs, where these are in place) provide the curriculum to
train the needed new generation of clinical and translational researchers, but they do not
have funds to pay stipends or tuition for young physician-investigators to take these
courses, nor does it supply the career development support for incorporating such an
education into the first years of a researcher’s career. Accordingly, these K-30
curriculum, are not leveraged as well as they could be; to do this, there must be new
individual K-Awards to support young investigators to gain the needed skills fora
successful career in modern clinical and translational research. Thus there is a great
need to grow, not cut back, as has been done, K-23 Mentored Patient-Oriented Research
Career Development Awards, K-01 Mentored Research Scientist Development Awards,
K-08 Mentored Clinical Scientist Development Awards, among other K-Awards based at
NIH and AHRQ. Similarly, for T-awards, analogous for selected young physician-
investigators who are still in their training phase, also should be increased dramatically.
All of these awards mechanism fill critical research training and career development
niches, and these mechanisms need bolstered support. Related to this, it would leverage
these awards to increase, not decrease as now is the case, K-24 Midcareer Investigator
Awards in Patient-Oriented Research for faculty who can act as mentors to the junior
faculty.

We ask the Subcommittee to emphasize its interest in the K-award programs and to
urge NIH and AHRQ 1o continue 1o increase support for K-awards to develop the needed
researchers for transforming biomedical research and improving its impact on health.

3) The importance of continuing to support CER.

The American Recovery and Reinvestment Act of 2009 contained $1.1 billion for CER
activities at NIH and the Agency for Healthcare Research and Quality (AHRQ). AHRQ
has had a focus on CER especially since the Medicare Modernization Act, and NIH has
been supporting critical CER for some time; we are pleased that Congress recognizes the
importance of these activities and agree that CER’s proper home is in a science agency in
which the peer review processes and infrastructure are in place to ensure the highest
quality science, rather than creating a new untested entity as a funding agency for this
critical work.

Within the $1.1 billion allocation for CER, $400 million was provided to NIH. CTSA
program recipients should compete well for a portion of these funds as many sites
consider CER a crucial component of clinical and translational research. Additionally, the
CTSA network is intended to be a collaborative endeavor capable of leveraging great
resources to maximize productivity. As CER gains prominence, we hope the
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Subcommittee will recognize the CTSA network as an ideal portal for comparative
effectiveness research activities. The CTSAs can provide an infrastructure for CER that
could immediately put to work the funding allocated to NIH via the stimulus package that
would contribute to restoring the originally peer-reviewed and approved budgets.

We ask the Subcommittee fo continue fo appreciate and support CER activities at
NIH and AHRQ.

Thank you for this opportunity to present the views and recommendations of the
clinical research training community.

Appendix: Estimates of costs for fully funding CTSAs basedon FY
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WEDNESDAY, MARCH 18, 2009.

GENETIC ALLIANCE

WITNESS
SHARON F. TERRY

Mr. OBEY. I am going to ask the remaining three witnesses to
try to hold their testimony to about three minutes, because, other-
wise, the last person on the list is going to have to wait about 45
minutes to be heard because of these votes.

Next, Sharon Terry, Genetic Alliance.

Ms. TERRY. Chairman Obey, Ranking Member, and the Sub-
committee, thank you very much for the opportunity to testify be-
fore you today on behalf of all Americans who seek therapies and
treatments for genetic diseases. I did not choose this work as my
career; this vocation was bestowed on me more than 14 years ago
when my own children were diagnosed with pseudoxanthoma
elasticum. In my capacity as President and CEO of Genetic Alli-
anci‘,{, I serve the 10,000 health-related organizations in our net-
work.

I have four requests and one statement, all in the context of the
organic linkages we as a society are experiencing in global finance,
social networking, and so on.

Number one, we ask that you focus a substantial amount of fund-
ing on health information technology that balances privacy with ac-
cess; two, that HHS develop a strategic, long-term plan that in-
volves innovative translational tools to enhance the clinical adop-
tion of discovery research. We envision two projects under this: the
first, a large cohort study enrolling millions of Americans; and, the
second, increased and substantial funding for the newly established
NIH Rare and Neglected Diseases Initiative.

Through the NIH road map libraries, we have been able to iden-
tify disease probes, and it is time to bring them through to drug
development.

Three, a mandatory registry for genetic and genomic tests should
be developed, and oversight of the clinical laboratory quality sys-
tems by the CLIA program should be strengthened.

Four, the Health Resources and Services Administration should
receive funding commensurate with its sister agencies so the focus
can shift from basic research to treatment and services.

And, finally, we must take our advocacy, research and services
and policy to the next level and establish a collaborative approach.
Until now, earmarking has been reflective of our collective under-
standing of this system and how to approach it. We now recognize
that earmarking represents fragmentation and segmented commu-
nication. It is time to work together to bring us a systemic re-
sponse.

The collaboration that we seek on the Federal level must also
take place in the nonprofit community. Many disease advocacy or-
ganizations move forward in an isolated manner to address their
specific issues and needs, and historically, though progress has
been made, these lessons are not shared with the community at
large. This impedes the advances we need. Biology is systems
based and, since sequencing the human genome, we know there are
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gene families, pathways, and other more effective ways to under-
stand diseases. There are many examples of treatments and cures
for diseases coming from an unexpected direction.

Congressional earmarks for specific diseases have contributed to
a siloed effect and have stifled progress for the greater good. It is
possible they also stymie progress on that very disease. It is time
to move away from earmarking as a solution.

Every effort must be made to disseminate success and to learn
from failures. We acknowledge that the budget and appropriation
process must include prioritization and differentiation. We can go
much further together. Let us step into the future as collaborators
who build shared infrastructure that accelerate our work beyond
anything what anyone can do alone.

We look forward to partnering with you and the Federal agencies
to create this network model. Thank you.

[The information follows:]
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Summary
Health Information Technology

We ask that you focus a substantial amount of funding on health information technology to
create a research to healthcare services continuum that leverages current technologies.
Strategic, Long-term Translational Research Plan

HHS, primarily through NIH, but in close collaboration with other agencies, should develop
a strategic, long-term plan that includes new approaches and innovative translational tools to
enhance the clinical adoption of discovery research.

We envision two projects of this type. The first is a cohort study, using robust health
information technology and enrolling millions of Americans in a variety of studies, that enables
large numbers of clinical trials. The second project involves increased and substantial funding for
the Rare and Neglected Disease Initiative, first funded in this current fiscal year
Regulatory Oversight

A registry for genetic tests should be developed and maintained that includes the name of the
laboratory performing a specific test, the name of the laboratory or manufacturer that developed
the test, and information to support claims about the analytical validity and clinical validity of
that specific test or test method.

Oversight of clinical laboratory quality systems by the CLIA program should be strengthened
to assure that the information provided by advanced diagnostic testing is accurate, reliable and
timely.

Services

The Health Resources and Services Administration (HRSA) should also receive funding
commensurate with its sister agencies, as the focus on the continuum shifts from basic research
to treatments and services.

The Commons

Now is the time to work together to create a systemic response, not a partial response, in
order to solve our health crises. We are aware that the collaboration we seek on the federal level
must also take place in the nonprofit community. Many disease advocacy organizations move
forward in an isolated manner to address their specific issues and needs. It is time to move away
from earmarking as a solution. Let us step into the future as collaborators who build shared
infrastructure and solutions that accelerate our work beyond what anyone can do alone.

We look forward to partnering with Congress and the Federal agencies to create this
networked model for improved health for all.

Genetic Alliance » www.geneticalliance.org « March 18, 2009
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Chairman Obey, Representative Tiahrt, and members of the subcommittee, thank you very much
for this opportunity to testify today on behalf of Genetic Alliance, and in fact, on behalf of all
Americans who seek therapies and treatments for genetic diseases.

1 did not choose this work as my career; this vocation was bestowed on me more than 14 years
ago when my two children were diagnosed with a genetic disease called pseudoxanthoma
elasticum (PXE). In my capacity as president and CEO of Genetic Alliance, I serve the 10,000
health related organizations in our network, of which 1,000 are dedicated to specific diseases.

Genetic Alliance was founded in 1986 as a support group for support groups, building capacity
in those organizations. Today, our mission is to transform health using the tools and
technologies born through the study of genetics and genomics. We actively engage all
stakeholders to create novel partnerships, improve health systems, and revolutionize access to
information to enable translation of research into services.

As a result, we are interested in all appropriations related to health, and we are aware that the
commitment of this committee, the 111™ Congress, in collaboration with the Administration of
President Obama, is immense. We are grateful for Chairman Obey’s significant contributions to
important and meaningful HHS appropriations over the years. We ask that bold leadership
continue to drive appropriations to reflect the extraordinary opportunities and challenges of
health research and services today.

Our world is interconnected; we continually witness new organic linkages in global finance,
social networking, and health and disease. To that end, we have several specific requests, and a
final comment.

Health Information Technology
We ask that you focus a substantial amount of funding on health information technology to

create a research to healthcare services continuum that leverages current technologies. All of the

1
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current systems around research and services are built on cottage industry models and need to be
brought into the 21* century commensurate with and exceeding the standards of other industries,
such as the financial services industry. Further, privacy, confidentiality and access can all be
achieved with forward thinking solutions.

Strategic, Long-term Translational Research Plan
HHS, primarily through NIH, but in close collaboration with other agencies, should develop a

strategic, long-term plan that includes new approaches and innovative translational tools to
enhance the clinical adoption of discovery research. This will require strong leadership to
catalyze unprecedented levels of collaboration and coordination. The Human Genome Project is
a model for the execution of a large project requiring vision, planning and collaboration.
Furthermore, the recent passage of the Genetic Information Nondiscrimination Act, for which we
applaud the US Congress, paves the way for needed advances in health through genetics and
genomics.

We envision two projects of this type. The first is a cohort study, using robust health
information technology and enrolling millions of Americans in a variety of studies, that enables
large numbers of clinical trials. A large, national cohort study should be complemented by CDC
surveillance for all diseases, along with the resources to initiate and manage essential services.

The second project involves increased and substantial funding for the Rare and Neglected
Disease Initiative, first funded in this current fiscal year. There have been dramatic advances in
understanding the causes of many rare and neglected diseases in recent years. The Human
Genome Project has helped to define the molecular basis of many diseases that were known only
by phenotype, or physical characteristics. This brings scientists to the point of being able to
engage in target-based drug development. Through programs such as the NIH Roadmap
Molecular Libraries initiative, scientists are gaining access to high throughput screening (HTS)
of chemical compound libraries, and are successfully identifying research probes for disease-
related targets. By the end of 2008, the NIH Molecular Libraries screening network had
identified 60 chemical probes with activity against the desired target. Some of these are
potentially therapeutic. In one example, a small molecule compound has been identified and
been show to cure schistosomiasis in an animal model. Schistosomiasis affects 250 million
people worldwide.

Like the Genome Project, the Rare and Neglected Disease Initiative, in partnership with industry,
advocacy, and academia, will develop novel technologies and ultimately new paradigms to
develop drugs for diseases that offer little incentive for focused attention.

Regulato! ersight

Appropriations must provide adequate funding for the Food and Drug Administration (FDA) and
Centers for Medicare & Medicaid Services (CMS) to coordinate oversight and regulation of
genetic and genomic testing, as the cornerstone of personalized medicine. FDA lacks the
resources to address issues related to genetics and genomics. CMS should further seek new and
creative ways, with full stakeholder participation, for coding, coverage and reimbursement of
genomic tests that will encourage innovation and not penalize or reduce reimbursement for
established clinical laboratory tests.

2
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A registry for genetic tests should be developed and maintained that includes the name of the
laboratory performing a specific test, the name of the laboratory or manufacturer that developed
the test, and information to support claims about the analytical validity and clinical validity of
that specific test or test method. Submission of information to this registry should be mandatory
for all advanced diagnostic assays. [t is critical that an agency capable of integrating this registry
with other databases—such as NIH or FDA—is given the necessary support to do so.

Oversight of clinical laboratory quality systems by the CLIA program should be strengthened to
assure that the information provided by advanced diagnostic testing is accurate, reliable and
timely. FDA and the Centers for Medicare & Medicaid Services (CMS) should avoid
unnecessary duplication in oversight and reconcile any conflicts in regulation between the
medical device rules and regulations under CLIA.

In the realm of rare diseases and orphan products, increased funding is needed to create systems
that allow the FDA to be a leader in innovative oversight, which enables development of rare
disease tests and therapeutics.

Services

The Health Resources and Services Administration (HRSA) should also receive funding
commensurate with its sister agencies, as the focus on the continuum shifts from basic research
to treatments and services. This should include a systems-based approach for newborn screening
and follow-up, with adequate support for the various state programs, Further, HRSA should lead
the nation in preparation for the issues that will arise as prenatal, newborn, and childhood
screening—including direct-to-consumer—become widely available. The health literacy and
education needs of the nation will increase, and adequate resources should be put toward health
professional and consumer education to enable empowered decision-making.

The Social Security Administration is to be applauded for its Compassionate Allowances
initiative, a way to expedite the processing of disability claims for applicants whose medical
conditions are so severe that they obviously meet Social Security’s standards. Resources need to
be allocated to allow a more comprehensive rollout beyond the initial 50 conditions.

The Commons

We must take our advocacy, research, services and policy to the next level and establish a
networked approach that discovers treatments and manages disease. Until now, earmarking has
been reflective of our collective understanding of the system and how to approach it. Yet when
we look specifically at appropriations and funding as the energy to empower health systems, we
recognize that earmarking is not an example of interconnectivity. Rather, it represents isolation,
fragmentation, and segmented communication. Now is the time to work together to create a
systemic response, not a partial response, in order to solve our health crises.

Disease advocacy organizations have worked together for many decades to drive transformation:
for example, passage of the Genetic Information Nondiscrimination Act of 2008 and the
Newborn Screening Saves Lives Act of 2008, and the lifting of the ban on federal funding for
stem cells most recently.

3
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These achievements teach us that working together toward a common goal is key to success. It is
becoming increasingly clear that the transformation of basic science to services, which so many
of us seek, will require deep and meaningful collaboration. This vision of a commeons would
necessarily include funds to build adequate infrastructure, provide resources, and create and
support networks for all disease-specific interests to systematically address their needs—e.g. to
electronically aggregate disease-specific natural history data, share methods for establishing best
practices for standards of care, and build shared technology resources. We are seeking thisona
federal level and ask that the funding be given to HHS agencies to catalyze this transformation.

We are aware that the collaboration we seek on the federal level must also take place in the
nonprofit community. Many disease advocacy organizations move forward in an isolated
manner to address their specific issues and needs. Historically, progress has been made in these
disease-specific silos, and often the lessons learned are never shared with the community at
large. This impedes the development of better health. Biology is systems based. Prior to the
genomic age in which we work, perhaps it made sense to study diseases based on an organ, or
location within the body. However, since sequencing the human genome, we know that there are
gene families, pathways, and other more effective ways to understand disease. There are many
examples of treatments and cures for diseases coming from an unexpected direction. We work to
inspire the disease advocacy community to reflect the interactive, interconnected nature of
science and seize the energy inherent in networks.

Congressional earmarks for specific diseases have contributed to this siloed effect, and have
ultimately stifled progress for the greater good and the collective community. It is possible,
given the systems structure of science, that they also stymie research on the very disease for
which an earmark is sought. It is time to move away from earmarking as a solution.

Genetic Alliance strongly supports policy, systems, funding mechanisms, partnerships and
collaborations that benefit all stakeholders. This includes tools, technologies and resources that
are developed or designed for a specific cause, as long as those developments are freely available
to all who can use, adapt, or benefit from their existence. Every effort must be made to
disseminate success and to learn from failures. We acknowledge that the budget and
appropriation process at any level must include prioritization and differentiation, but disease-
specific earmarking should no longer be part of this process. There is not enough time, funding,
or resources to study and develop treatments for each disease individually, yet there are millions
of people waiting for our help.

Now is the time to strengthen our collaborations, as there have been significant advances in
science, technology, knowledge of diseases, and processes for developing treatments. We must
collectively share success and mine our failures in developing systems, practices, and initiatives
to study diseases and get treatments to those in need. The NIH open access policy is a good
example of the openness that must be supported, and we encourage its expansion to all federally
funded research results.

We call for a culture shift in the relationship between advocacy, research, services and policy.
We are poised to synergize efforts to benefit all stakeholders.

4
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Our long-term needs will no longer be best addressed by earmarking for one organization or one
disease. We can go much further together. Let us step into the future as collaborators who build
shared infrastructure and solutions that accelerate our work beyond what anyone can do alone.

We look forward to partnering with Congress and the Federal agencies to create this networked
model for improved health for all.

5
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grant or contract was you or the organization(s) you are representing.

See attached list of grants.

Signature: @@/Mﬂ( Date: M WY/Z\ "’7(: 200 7

Please attach a copy of this form, along with your curriculum vitae (resume) to your
written testimony.
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BIOGRAPHICAL SKETCH
NAME POSITION TITLE
Sharon Fontaine Terry President and CEQ, Genetic Alliance
EDUCATION/TRAINING
INSTITUTION and LOCATION DEGREE YEAR(s) | FIELD of STUDY
Assumption College, Worcester, MA [ MA 1983 Theology
State University of NY at Stony Brook | BA 1979 Earth & Space Sciences

Positions and Honors

Honors

2005 - Honorary Doctorate, Iona College

2007 - 1* Patient Service Award, University of North Carolina Institute for Pharmacogenomics

and Individualized Therapy

Academic Appointments

1986-1988  Campus Minister, Instructor, Assumption College, Worcester, MA

1990-2001  Instructor, Museum of Science, Boston, MA

Positions Held - Professional Organizations

1995-present  Founding CEO, PXE International, Inc.

2002-present  President & CEO, Genetic Alliance

2002-present  Board Member, The Biotechnology Institute

2003-present  Founding President, Genetic Alliance BioBank Board of Directors

2004-present  Board Member, DNA Direct

2005-2008 Member, Cellular, Tissue, and Gene Therapies Advisory Committee, FDA

2005-present  Liaison, National Advisory Council for Human Genome Research

2006-present  Board Member, 21% Century Medicine Coalition

2007-present  Liaison, Advisory Committee to the Advisory Committee on Heritable
Disorders and Genetic Diseases in Newbom and Children

2007-present  Member, IOM Roundtable on Translating Genomic-Based Research for Health

2007-2008 Google Health Advisory Board

2008-present  Board Member, National Coalition of Health Professional Education in
Genetics

Selected peer-reviewed publications and presentations

Publications

1. Terry SF, Boyd C. Researching the Biology of PXE: Partnering in the Process. American
Journal of Medical Genetics, Volume 106, Issue 3, 2001. pp. 177-184. PMID: 11778977

2. Terry P, Terry SF. Consumer Perspective on Informed Consent and third-party issues. J
Contin Educ Health Prof. 2001 Fall;21(4):256-64. PMID: 11803770

3. Terry SF. Pharmacogenetic challenges. Health Aff (Millwood). 2002 Sep-Oct;21(5):307;
discussion 307-8. PMID: 12224905

4. Terry SF, Terry PF. A consumer perspective on forensic DNA banking. J Law Med Ethics.
2006 Summer;34(2):408-14. PMID: 16789963

5. Terry SF, Terry PF, Rauen K, Uitto J, Bercovitch L. Advocacy Organizations as Research
Organizations: the PXE International example. Nature Reviews Genetics. 2007 Feb; Vol. 8,
No. 2. PMID: 17230202

6. Terry, SF. Genetic testing. Genet Test. 2008 Jun;12(2):175-6. PMID: 18554161



164

Sharon F. Terry
Federal Grants All granted to Genetic Alliance

5 U33MC07945-01-00 (PI: Terry, SF) 6/1/2007 — 5/31/2012

HRSA/Genetic Services Branch National Consumer Center for Genetic Resources & Services

5 years — $500,000 per year

This grant will enable development of a central infrastructure, providing information and education for
consumers regarding genetics. WikiGenetics, WikiAdvocacy, Resource Repository, Disease InfoSearch,
Institute for Advocacy and numerous other programs will be run out of this Center.

3 U33MC07951-01-01 (PI: Terry, SF) 6/1/2007 - 5/31/2010

HRSA/Genetic Services Branch

Screening for Heritable Disorders in Children: Efficacy from a Family/Consumer Perspective

3 years - $250,000 per year

This project will ascertain issues to inform the development of models to educate parents, create systems
of informed decision-making and provide data to policymakers to determine what tests should be offered.
In addition to promoting family-centered care as an outcome of newborn screening while maximizing
benefits and reducing harms, this project will recommend specific models for increasing public literacy to
aid the translation of genetic information into healthcare.

3 U33MC07952-01-01 (PI: Terry, SF) 6/1/2007 - 5/31/2010

HRSA/Genetic Services Branch

Screening for Heritable Disorders in Children: Efficacy from a Family/Consumer Perspective

3 years — $350,000 per year

This project will use a mixed method and iterative strategy of unstructured interviews, focus
groups and structured interviews to understand the experience of families and professionals with
respect to false+ screens and carrier identification in newborn screening. The results of the
analysis will be used to inform development of models to improve NBS in the emerging context
of the medical home.

3 U33MC00214-05-01 (PI: Terry, SF) 6/1/2006 — 5/31/2009

HRSA/Genetic Services Branch_Community Centered Family Health History

3 years — $600,000 per year

This project will coordinate the efforts of over 22 communities and create a customizable guide to
gathering family health history. The result will be a downloadable, and printable, guide with culturally
sensitive components such as stories, pictures, and methods.

5 U106CCUS525036-02 (PI: Terry, SF) 10/1/05 - 9/30/10

Centers for Disease Control and Prevention Access to Credible Genetics Resources Network

5 years — $850,000 per year

This project will define evidence-based information, best clinical practices and core competencies, using
two conditions as the focus: Duchene Becker Muscular Dystrophy and Fragile X Syndrome.
Infrastructure and processes will be established that can be used for other single gene disorders. Materials
for patients and providers will be produced and national disseminated broadly in multiple forms.

5 U33MC00214-04-05 (PI: Terry, SF)

6/1/02 — 5/30/07 [completed] HRSA/Genetic Services Branch

5 years — $400,000 per year Genetic Services and Resources Center

This project will connect all of the major HHS information and resource grants, build a central repository,
convene an accessible forum, create a family history coalition, with focus on underserved and
underrepresented communities.
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WEDNESDAY, MARCH 18, 2009.

MEDICAL LIBRARY ASSOCIATION

WITNESS
HOPE BARTON

Mr. OBEY. Next, Medical Library Association, Hope Barton.

Ms. BARTON. Thank you very much for the opportunity to be here
today. I am going to go in fast forward mode and maybe speak in
some phrases and bullet points.

My name is Hope Barton. I am a medical librarian from the Uni-
versity of Iowa, and I would like to thank the Subcommittee very
much for the opportunity to speak today. I am here on behalf of
the Medical Library Association and the Association of Academic
Health Sciences Libraries, and we work very hard to support the
critical role of the National Library of Medicine within the NIH.

We are very pleased that in the 2009 funding package NLM re-
ceived an $8,000,000 increase. This is the first meaningful increase
we have received in a number of years, and we hope this is a very
positive indication of momentum going forward and that there will
be increased adequate increases as well every year.

For 2010, we feel that a 7 percent increase would be adequate
to keep momentum going, as we have gained a little bit of financ-
ing here, and we feel it is important for the databases and the pro-
grams that NLM serves.

Our mandates have grown over the years and, as an example of
this, the last session of Congress passed FDA amendment legisla-
tion that required NLM to play an increased role in the
clinicaltrials.gov database. Unfortunately, no monies came with
that mandate, so the NLM budget was stretched even further.

NLM also plays a very important role in disaster preparedness
and management, and got very important health information, envi-
ronmental information to the Katrina area shortly after that hurri-
cane.

Very importantly, we would like to thank the Subcommittee for
its leadership in the NIH public access policy. We feel this policy
is very important for expediting medical research and also for get-
ting health information out to the citizens of the Country. After all,
it is taxpayers’ dollars that helped to support the research and the
new information that has generated, and we certainly hope that
this Subcommittee will continue to support and defend this policy.

Thank you again for the opportunity to speak today.

Mr. OBEY. Thank you. Appreciate it. Thanks for your cooperation
on time.

[The information follows:]



166

" Association
= of Academic
= i Health Sciences
“ Libraries

M-AMEDICAL LIBRARY
ASSOCIATION

STATEMENT OF
HOPE BARTON
DIRECTOR, CENTRAL TECHNICAL SERVICES
UNIVERSITY OF IOWA LIBRARIES
IOWA CITY, IA

ON BEHALF OF THE
MEDICAL LIBRARY ASSOCIATION
AND THE
ASSOCIATION FOR ACADEMIC HEALTH SCIENCES LIBRARIES
507 CAPITOL COURT, NE, SUITE 200
WASHINGTON, DC 20002
(202) 544-7499

REGARDING FISCAL YEAR 2010 APPROPRIATIONS FOR THE
NATIONAL INSTITUTES OF HEALTH’S
NATIONAL LIBRARY OF MEDICINE

SUBMITTED TO THE
HOUSE COMMITTEE ON APPROPRIATION’S SUBCOMMITTEE ON
LABOR, HEALTH AND HUMAN SERVICES, EDUCATION, AND RELATED
AGENCIES

WEDNESDAY, MARCH 18, 2009, 10:00AM

SUMMARY OF RECOMMENDATIONS FOR FISCAL YEAR 2010:

1) CONTINUE THE COMMITMENT TO PROVIDING THE NATIONAL
INSTITUTES OF HEALTH (NIH) AND THE NATIONAL LIBRARY OF
MEDICINE (NLM) WITH MEANINGFUL FUNDING INCREASES ON
AN ANNUAL BASIS.

2) CONTINUE TO SUPPORT AND DEFEND THE NIH’S PUBLIC ACCESS
POLICY, WHICH REQUIRES THAT ALL FINAL, PEER-REVIEWED
MANUSCRIPTS ARE MADE AVAILABLE THROUGH NLM’S PUBMED
CENTRAL DATABASE WITHIN 12 MONTHS OF PUBLICATION.

3) CONTINUE TO SUPPORT THE MEDICAL LIBRARY COMMUNITY’S
IMPORTANT ROLE IN NLM’S OUTREACH, TELEMEDICINE,
DISASTER PREPAREDNESS AND HEALTH INFORMATION
TECHNOLOGY (HEALTH IT) INITIATIVES.
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On behalf of the Medical Library Association (MLA) and the Association of Academic
Health Sciences Libraries (AAHSL), thank you for the opportunity to present testimony
regarding FY 2010 appropriations for the National Library of Medicine (NLM).

MLA is a nonprofit, educational organization with more than 4,000 health sciences
information professional members worldwide. Founded in 1898, MLA provides lifelong
educational opportunities, supports a knowledgebase of health information research, and
works with a global network of partners to promote the importance of quality information
for improved health to the health care community and the public.

AAHSL is comprised of the directors of the libraries of 142 accredited American and
Canadian medical schools belonging to the Association of American Medical Colleges
(AAMC). AAHSL’s goals are to promote excellence in academic health sciences libraries
and to ensure that the next generation of health professionals is trained in information-
seeking skills that enhance the quality of healthcare delivery.

Together, MLA and AAHSL address health information issues and legislative matters of
importance through a joint legislative task force and a Government Relations Committee.

1) THE IMPORTANCE OF ANNUAL FUNDING INCREASES FOR NLM.

I thank the Committee for its leadership and hard work on the American Recovery and
Reinvestment Act of 2009 (P.L. 111-5), the economic stimulus package. As you know, the
important mission of NIH and the important role that NLM plays in fulfilling that mission
were hampered by past-years of near level funding. The investment in NIH and NLM
provided by the stimulus package will not only create meaningful employment
opportunities, it will also revitalize NLM’s programs, which are focused on improving
the public health,

We are pleased that the recently-passed FY 2009 Omnibus Appropriations package
contains funding increases for NIH and NLM that will bolster their baseline budgets. We
hope that this funding is an indication of the Subcommittee’s intention to provide annual,
meaningful increases for NIH and NLM in the coming years.

I am confident that the recovery funding and the FY 2009 budget increases will stimulate
the economy, stimulate biomedical research, and in the case of NLM, improve the
dissemination of health information to researchers, practitioners, and the general public.
Moving forward, it will be critical to provide NIH’s baseline budget with the funding
increases necessary to allow the shori-term growth generated by the stimulus to become a
long-term investment towards improved public health through bolstered health
information programs.

BUILDING AND FACILITY NEEDS

NLM has had tremendous growth in its basic functions related to the acquisition,
organization and preservation of an ever-expanding collection of biomedical literature. It
also has been assigned a growing set of set of responsibilities related to the collection,
management, and dissemination genomic information, clinical trials information, and
disaster preparedness and response. As a result, NLM faces a serious shortage of space,
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for staff, library materials, and information systems. Digital archiving—once thought to be
a solution to the problem of housing physical collections—has only added to the challenge,
as materials must often be stored in multiple formats (physical and digital) and as new
digital resources demand increasing amounts of storage space. As a result, the space
needed for computing facilities has also grown. In order for NLM to continue its mission
as the world’s premier biomedical library, a new facility is urgently needed. The NLM
Board of Regents has assigned the highest priority to supporting the acquisition of a new
facility. Further, Senate Report 108-345 that accompanied the FY 2005 appropriations
bill acknowledged that the design for the new research facility at NLM had been com-
pleted, and the Committee urged NIH to assign a high priority to this construction project
so that the information-handling capabilities and biomedical research are not jeopardized.

THE GROWING DEMAND FOR NLM’S BASIC SERVICES

As the world’s foremost digital library and knowledge repository in the health sciences,
NLM provides the critical infrastructure in the form of data repositories and integrated
services such as GenBank and PubMed that are helping to revolutionize medicine and
advance science to the next important era—individualized medicine based on an
individual’s unique genetic differences.

NLM’s clinical trials database, ClinicalTrials.gov, which was launched in February of
2000 and lists registration information on more than 70,000 U.S. and international trials
for a wide range of diseases, also now serves as a repository for summary results
information. The expanded system serves not only as a free but invaluable resource for
patients and families who are interested in participating in trials of new treatments for a
wide range of diseases and conditions, but also as an important source of information for
clinicians interested in understanding new treatments and for those involved in evidence-
based medicine and comparative effectiveness research.

As the world’s largest and most comprehensive medical library, services based on
NLM’s traditional and electronic collections continue to steadily increase each year.
These collections stand at more than 11.4 million items-books, journals, technical reports,
manuscripts, microfilms, photographs and images. By selecting, organizing and ensuring
permanent access to health science information in all formats, NLM is ensuring the avail-
ability of this information for future generations, making it accessible to all Americans,
irrespective of geography or ability to pay, and ensuring that each citizen can make the
best, most informed decisions about their healthcare. Without NLM our nation’s medical
libraries would be unable to provide the quality information services that our nation’s
health professionals, educators, researchers and patients have all come to expect.

2) DEFEND PUBLIC ACCESS

The Appropriations Committee has shown unprecedented foresight and leadership by
using the annual spending bills as the vehicle to establish a public access policy at the
NIH. The current policy requires that all NIH-funded researchers deposit their final, peer-
reviewed manuscripts in NLM’s PubMed Central database within 12 months of
publication. This policy will not only help NIH better manage its portfolio of research,
but will contribute to the development of a biomedical informatics infrastructure that will
stimulate further discovery by enabling a much greater and tighter interlinking of
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information from NLM’s wide-ranging set of databases. It also contributes to outreach
initiatives by providing much-needed access to health literature to those without direct
access to medical libraries. While the FY 2009 omnibus package made this policy
permanent moving forward, challenges remain and we urge the Subcommittee to
continue to defend this policy.

3) SUPPORT AND ENCOURAGE NLM PARTNERSHIPS WITH THE
MEDICAL LIBRARY COMMUNITY.

QOutreach and Education

NLM’s outreach programs are of particular interest to both MLA and AAHSL. These
activities are designed to educate medical librarians, health professionals and the general
public about NLM’s services. NLM has taken a leadership role in promoting educational
outreach aimed at public libraries, secondary schools, senior centers and other consumer-
based settings. Furthermore, NLM’s emphasis on outreach to underserved populations
assists the effort to reduce health disparities among large sections of the American public.
One example of NLM’s leadership is the “Partners in Information Access” program,
which is designed to improve the access of local public health officials to information
needed to prevent, identify and respond to public health threats. With nearly 6,000
members in communities across the country, the National Network of Libraries of
Medicine (NNLM) is well positioned to ensure that every public health worker has
electronic health information services that can protect the public’s health.

With help from Congress, NLM, NIH and the Friends of NLM, launched NIH
MedlinePlus Magazine in September 2006. This quarterly publication is distributed in
doctors’ waiting rooms, and provides the public with access to high quality, easily under-
stood health information. Collaborating with the National Alliance for Hispanic Health, a
Spanish version is now available, NIH Medline Pius Salud. NLM also continues to work
with medical librarians and health professionals to encourage doctors to provide
MedlinePlus “information prescriptions™ to their patients. This initiative also encourages
genetics counselors to prescribe the use of NLM’s Genetic Home Reference website.

“Go Local” is another exciting service that engages health sciences libraries and other
local and state agencies in the creation of Web sites that link from MedlinePlus to
relevant information on local pharmacies, hospitals, doctors, nursing homes, and other
health and social services. In lowa, for example, University of Iowa librarians developed
an Iowa Go Local site that enables users to find local health resources by Iowa county or
city. It allows lowa citizens to link directly from a MedlinePlus health topic, for example
asthma, to local services, such as clinics, pulmonary specialists, and support groups in the
geographic area selected. By collecting such information in one place, Go Local also
provides a platform for enhancing access to the information needed to prepare for and
respond to disasters and emergencies.

MLA and AAHSL applaud the success of NLM’s outreach initiatives, particularly those
initiatives that reach out to medical libraries and health consumers. We ask the
Committee to encourage NLM to continue to coordinate its outreach activities with the
medical library community in FY 2010.
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EMERGENCY PREPAREDNESS AND RESPONSE

MLA and AAHSL are pleased that NLM has established a Disaster Information
Management Research Center to expand NLM’s capacity to support disaster response
and management initiatives, as recommended in the NLM Board of Regents Long Range
Plan for 2006-2016. We ask the Subcommittee to show its support for this initiative,
which has a major objective of ensuring continuous access to health information and
effective use of libraries and librarians when disasters occur. Following Hurricane
Katrina, for example, NLM worked with health sciences libraries across the country to
provide health professionals and the public with access to needed health and
environmental information by: 1) quickly compiling web pages on toxic chemicals and
environmental concerns, 2) rapidly providing funds, computers and communication
services to assist librarians in the field who were restoring health information services to
displaced clinicians and patients and 3) rerouting interlibrary loan requests from the
afflicted regions through the NNLM. Presently, libraries are a significant, but
underutilized resource for community disaster planning and management efforts, which
NLM can help to deploy. With assistance from its National Network of Libraries of
Medicine, NLM is working with health sciences libraries to develop continuity of
operations and backup plans and is exploring the role that specially trained librarians—
disaster information specialists — can play in providing information services to
emergency personnel during a crisis. MLLA and AAHSL see a clear role for NLM and the
National Network of Libraries of Medicine in the nation’s disaster preparedness and
response activities.

HEALTH IT AND BIOINFORMATICS

NLM has played a pivotal role in creating and nurturing the field of biomedical
informatics. Not only has NLM developed key biomedical databases, but for nearly 35
years, NLM has supported informatics research and training and the application of
advanced computing and informatics to biomedical research and healthcare delivery
including a variety of telemedicine projects. Many of today’s informatics leaders are
graduates of NLM-funded informatics research programs at universities across the

country. Many of the country’s exemplary electronic health record systems benefited
from NLM grant support.

A leader in supporting, licensing, developing and disseminating standard clinical
terminologies for free US-wide use (e.g., SNOMED), NLM works closely with the Office
of the National Coordinator for Health Information Technology (ONCHIT) to promote
the adoption of interoperable electronic records.

MLA and AAHSL encourage the Subcommittee to continue its strong support of NLM’s
medical informatics and genomic science initiatives, at a point when the linking of
clinical and genetic data holds increasing promise for enhancing the diagnosis and
treatment of disease. MLA and AAHSL also support health information technology
initiatives in ONCHIT and the Agency for Healthcare Research and Quality that build
upon initiatives housed at NLM.

Thank you for the opportunity to present the views of the medical library community.
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Hope Barton
Brief Biography/Curriculum Vitae

30+ years experience working in academic health sciences libraries selecting and cataloging
library books, journals, and electronic resources; providing library instruction to students,
faculty, and staff; providing information services and consultations to students, faculty, staff,
and the general public; contributing to the medical information profession through service to
the Medical Library Association and other professional organizations via publications,
presentations, and community outreach efforts; and contributing to national evidence-based
clinical nursing initiatives through instruction and consultations at local, regional, and national
workshops.

Current position {2005-):
Director of Technical Services, Access Services, and Media Services
University of lowa Libraries

Previous positions:
Assistant Director, Information Resources (1999-2005)
Hardin Library for the Health Sciences
University of lowa

Coordinator, Materials Processing (1986-1939)
Hardin Library for the Health Sciences
University of lowa

Cataloging Librarian (1974-1984)
Temple University Dental-Allied Health-Pharmacy Library

Current professional appointments:
Chair, Medical Library Association Governmental Relations Committee {2007-2010}
Chair, Association of Academic Health Sciences Libraries/Medical Library Association
Joint Legislative Task Force (2008-2010)

Education
Muhlenberg College, Allentown, PA  B.A, English (cum Laude)
Rutgers University, New Brunswick, NJ M.S.L.S. Library and Information Science

Honor Societies
Beta Phi Mu, national library and information studies honor society
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Subcommittee on Labor, HHS, Education
and Related Agencies

Witness Disclosure Form

Clause 2(g) of rule XI of the Rules of the House of Representatives requires non-
governmental witnesses to disclose to the Committee the following information. A
non-governmental witness is any witness appearing on behalf of himself/herself or
on behalf of an organization other than a federal agency, or a state, local or tribal

government,

Your Name, Business Address, and Telephone Nutnber:

Hope Barton

Director, Central Technical Services, Access Services, and Distance Education
Main Library

University of Iowa

Iowa City, IA 52242

1{319) 335-5867

1. Are you appearing on behalf of yourself or a non-governmental organization? Please
list organization(s) you are representing.

Medical Library Association
Association of Academic Health Sciences Libraries (AAHSL)

2. Have you or any organization you are representing received any Federal grants or
contracts (including any subgrants or subcontracts) since October 1, 20062

Yes

3. I your response to question #2 is “Yes”, please list the amount and source (by agency
and program) of each grant or contract, and indicate whether the recipient of such
grant or contract was you or the organization(s) you are representing,.

The Medical Library Association received a $250,000 grant from the National Library of
Medicine, #HHSN276200663511//NO1-LM-6-3511, for a Health Information Literacy
Project, September 30, 2006 through September 29, 2008.

AAHSL receives $55,000 annually from the National Library of Medicine for its
Leadership Fellows Program,
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WEDNESDAY, MARCH 18, 2009.

FEDERATION OF BEHAVIORAL, PSYCHOLOGICAL, AND
COGNITIVE SCIENCES

WITNESS
JAMES McCLELLAND

Mr. OBEY. And, last, Dr. James McClelland, Federation of Behav-
ioral, Psychological, and Cognitive Sciences.

Mr. McCLELLAND. Thanks very much. Today, I will argue that
it is essential for Congress to increase support for mind research
at NIH because it will have a real impact on human health and
human potential.

Mr. OBEY. Especially on the Congress itself.

[Laughter.]

Mr. McCLELLAND. You know, scientific questions can be exam-
ined at many levels, and, in the case of the human sciences, these
levels range from genes and molecules to organ systems, including
the brain, to behavior, to social and cultural context. At the nexus
of all these levels is the mind, our thoughts, perceptions, and emo-
tions, the things we identify as ourselves. Mental process is influ-
ence and our influence by processes occurring at all other levels.
This is why the sciences of mind, brain, and behavior are so rel-
evant to human well-being and human productivity.

It may seem natural to think of heart disease, physical injury,
and illnesses ranging from cancer to the common cold as physical
conditions disconnected from the mind and brain. But, in fact, re-
search shows that people who have social relationships with many
others are healthier and live longer than those with fewer relation-
ships.

What are the mechanisms, the biological and mental processes
that lead from social support to better health and longer life? One
study focused on married couples. Both members of the couple were
admitted to the hospital and received a small skin wound. This oc-
curred on two occasions. On one occasion, they had a discussion
about how they support each other; on the other occasion they were
induced to have a bit of an argument about a subject they usually
disagree on. After the supportive discussion, their wounds actually
healed faster.

The work provides a striking demonstration of links across levels
of analysis. There is a sound basis for thinking that social support
works through the mind to affect more critical illnesses as well, in-
cluding cancer and heart disease. Building on this base, NIH fund-
ing can now support research on the mental processes triggered by
social support and on the effects of these processes on the biological
response to illness and injury.

If T have one more minute, I just want to make the point that
research on the mind can have a huge impact on our children’s suc-
cess in school; not just figuring out how better to teach math or
science, but figuring out how to help children think about their
own abilities. A common theory is that it helps people to tell them
that they are inherently capable, they have an innate intelligence.
But recent research suggests that this is actually counter-
productive. If you tell people that their brains are flexible, that



174

they can make them grow, they are like a muscle and they can be
strengthened with practice, it actually has a much better effect on
their responses to challenge and their attitudes towards school and
their ultimate educational achievements.

This is new research, it is evidence-based, goes against intuition,
and it is a very important demonstration that research at the level
of the mind can really have an impact on outcomes.

In my written testimony, I note many other issues that research
on mind, brain, and behavior can address. These further points
support the conclusion that sustained funding for research at NIH,
including research on mind, brain, and behavior, will lead to sig-
nificant discoveries and improved health for the American people.

We urge the Subcommittee to support this important work. We
recommend an increase for NIH of 7 percent over the fiscal year
2009 appropriations. We also urge comparable support for research
on mind, brain, and behavior in other agencies under the Sub-
committee’s jurisdiction.

Thank you very much.

[The information follows:]
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United States House of Representatives
Committee on Appropriations
Subcommittee on Labor, Health and Human Services, Education, and Related Agencies

Testimony of James L. McClelland, Ph.D.
President-Elect, Federation of Behavioral, Psychological, and Cognitive Sciences
Professor, Department of Psychology
Director, Center for Mind, Brain, and Computation
Stanford University
March 18, 2009, 10:00 am

Mr. Chairman and Members of the Subcommittee:

Thank you for the opportunity to testify in support of research in the sciences of mind, brain, and
behavior at the National Institutes of Health. My name is James L. (Jay) McClelland. 1am
President-Elect of the Federation of Behavioral, Psychological, and Cognitive Sciences, an
umbrella organization representing twenty-one (21) scientific societies, as well as thirty-nine
(39) academic affiliates and two (2) corporate affiliates. As a cognitive neuroscience researcher
at Stanford, I am aware of the important research involving mind, brain, and behavior that is
funded by NIH. In fact, | have served on peer-review committees and Advisory Councils for the
agency, and I have received support from NIH for my own research.

At the Federation, we are pleased that science ~ including the study of mind, brain, and behavior
- is becoming a national priority, and we thank this Subcommittee for its prior support. This
directed attention will result in breakthroughs that will have far-reaching impact on human well-
being and human potential, affecting areas such as health, education, and the workplace, and in
turn, our nation's long-term economic growth. Basic and applied research that examines how the
mind functions, its relation to behavior and society, and its underlying biology are critically
important in our quest to achieve our nation’s goals.

In the scientific community, we often speak of “levels of Levels of Analysis for the Sciences
analysis.” By this, we mean that issues can be examined at of Mind, Brain, and Behavior
various levels — ranging from genes and molecules, to organ Culture and Environment

systems including the brain, to behavior and social relationships,
and even to the level of culture and environment. At the nexus
of all of these levels is the level of the Mind — of our thoughts, Behavior
perceptions, and emotions, the things we identify as ourselves.
These mental processes influence and are influenced by all other
levels of analysis. Scientists work at different levels, some
focusing on important advances that can be gained at one level
(e.g., cells), while others may examine complex relationships
across levels. All these levels and their interrelationships are Organ Systems
important if we are truly to understand the human condition and Cells, Genes. and Molecules
thereby enhance human health, potential, and productivity.

Social Context
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To underscore this point, I would like to highlight one example from the area of health and
another from the area of education which may also benefit from basic research on the mind
funded by NIH.

The role of social context and social support in health

Heart disease, physical injury, and other maladies ranging from cancer to the common cold are
all physical conditions. With these kinds of conditions, it is tempting to think that the body
exists on a plane disconnected from the mind and brain, and therefore that the effort to
understand and treat such illnesses should focus only on their physical basis. But in fact,
research shows that social support and social context play important roles in all of these
conditions.

People who have relationships with many others — partners, friends, co-workers, or relatives —
are healthier overall and live longer than their counterparts who have fewer relationships.
Furthermore, it is often found that people whose relationships with others are supportive and
harmonious are often healthier and live longer than those whose relationships are marked by
conflict and discord.

These studies show positive relationships between social support and health, an important first
step. But we need to know more. What are the mechanisms — the mental and biological
processes — that lead from social support to better health and longer life? More recent research
begins to take up answers to these questions.

One line of work examines how individuals with different amounts of social support respond to
an experimentally administered virus — one that can produce the standard symptoms of a
common cold. Individuals with high levels of social support and individuals with lower levels of
social support both received the same dose of the virus, but those with less social support got
sicker. They didn’t just feel sicker - their levels of virus were higher, and their physical
symptoms lasted longer.

Another study goes even further in demonstrating the differing health consequences of social
harmony and discord. In this experiment, married couples were admitted to a hospital on two
separate occasions. On one occasion, the couples were encouraged to talk about how they could
best support each other. On the other occasion, the couples were asked to talk about an issue
they often argued about. On both occasions, members of the couple received experimental skin
wounds. After the discussion of mutual support, the wounds healed faster than they did after the
discussion of an area of conflict. Based on this research, it now seems clear that the content of
social interactions can have real health consequences.

Small skin wounds, perhaps, are not the first priority of health research. But these provide
important experimental models in which scientists can begin to explore the underlying
mechanisms. A key finding of the couples study was the observation that immune responses
were initially stronger after the more supportive interaction. There is a sound basis for thinking
that social support affects more critical illnesses as well, such as cancer and heart disease.
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Future effort can now be directed toward understanding how social support “‘gets under the skin”
and affects the way the body responds to injuries and illnesses.

The role of beliefs in school performance and educational achievement

1t is important to understand that the sciences of the mind can enhance our efforts to promote
human potential as well as human health. Given the new administration’s emphasis on
education, and the fact that education falls within the purview of this subcommittee, I would like
to describe research on how the way we think affects success in school.

There are different theories about this issue. One prominent theory holds that what is most
important is to make children (and adults, too) feel good about themselves. If only we all
thought we were inherently capable, the theory goes, we would be able to fulfill our full
potential. This theory is believable, and it has been influential, but it actmally runs contrary to
recent research. These studies show that tefling kids they are smart can actually reduce their
achievement levels and even their IQ test scores.

This line of research is based on the idea that the thoughts and beliefs we have about the basis of
our abilities can influence our educational accomplishments and outcomes. These studies show
that people who think their abilities are fixed do fess well in school and respond less well to
challenges than people who think that they can shape their abilities through effort. Luckily,
these studies also show that it is possible to shift people from one theory to another, depending
on what they are told. When students are praised for their intelligence, it moves them towards a
fixed theory. This saps their energy, and makes them respond poorly to challenges. When
students are praised instead for their effort, they move toward a flexible, malleable conception of
themselves. With this kind of self-concept in place, they are energized to engage their best
efforts, and they are better equipped to respond to challenges.

The consequences of these interventions are real, and they are lasting. In one study, students
entering a rigorous university viewed a film discussing how the brain can make new connections
throughout life and how it grows when in response to effort and engagement. They also wrote a
letter to a younger student on the malleability of the brain and the role of effort. At the end of
their first semester, these students valued their academic experience more and achieved higher
grade-point averages than students who did not receive this intervention. Similar findings arose
in a study of children’s transition to junior high school. Students were taught good study skills,
and they were also taught that the brain is like a muscle that can grow if you exercise it. These
children showed improvements in their effort and in their grades. Which was more important,
you ask: Training in study skills, or fearning that effort can lead you to strengthen your brain? A
group receiving the same study skill training but were not taught that the brain can grow if
exercised provided the crucial evidence: This group showed no increase in effort and no increase
in their grades. The results indicate that learning that effort can strengthen your mental
capacities can have a big impact on academic performance.

This work, based on the role of beliefs, has so far been applied primarily in an educational
setting. The potential applications to socialization, health behaviors, and a wide range of other
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issues all deserve thorough investigation — the potential impact on health and well-being is

enormous.

Evidence-based research on secial support, beliefs, and outcomes

The two kinds of work 1 have just described represent the kinds of insights that scientific
research on mind, brain and behavior has to offer. I want to stress that the research I have
described involves controlled, experimental studies of just the same kind that are required to
demonstrate causal effectiveness of medications or other interventions. Based on these
investigations, we know that social support can influence health outcomes, and we know that
how you think about your abilities affects your educational attitudes and outcomes. We have,
however, a long way to go to understand both of these findings. Exactly how does social support
work its way though the mechanisms of the mind to mobilize the body’s defenses to fight injury
and illness? Exactly what is it that changes in the mind when a student stops thinking of his
abilities as fixed attributes? What other kinds of aspects of people’s health, well-being, and
social behavior can be affected by these kinds of interventions? It will only be through
sustained, on-going support for research that progress will be made in answering these questions.

Broad impact of research on mind, brain, and behavior

With investments, cutting edge research on the sciences of mind, brain, and behavior can tell us
many things:

how individuals make decisions to engage in healthy behaviors and how to
communicate more clearly the health risk associated with certain behaviors;

what processes are involved in learning, including how the brain and mind interact in
cognitive processes that bear on health issues;

how behavior interacts with genes and hormones to influence unhealthy behaviors
including excessive eating and drinking, risk-seeking behaviors, and aggression;
what cognitive or affective processes are involved in neurological and psychiatric
disorders;

how cognition and emotion develop throughout the lifespan from birth to the elder
years, and the effects of interventions at different stages of development;

the interaction of cognitive, social, and biological processes in the prevention and
treatment of addiction;

how personal (individual traits, attitudes, and goals) and social factors (incentives or
community social norms) influence health outcomes, decisions about health
behaviors, and health care;

how the structure and nature of people’s social networks can predict ordinary health
habits as well as human responses during health epidemics, natural or human-caused
disasters, or other crises, and how to intervene effectively;

how our knowledge of the interactions of the mind and body can be applied in
clinical, educational, and work settings;

how human limitations and capacities must be understood and taken into account
when designing machines, devices, and systems, including new health information
technologies; and,
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» how disparities in health outcomes can be understood, remediated, and prevented.

NIH is a world leader in sponsoring basic and applied research that will help us understand,
prevent, and treat disease. Concentrated and sustained research in the sciences of mind, brain,
and behavior through NIH will lead to significant discoveries and improved health for the
American people. Keeping America healthy will benefit our country in numerous ways. We
encourage this Subcommittee to support this important work and recommend an increase for
NIH of at least seven (7) percent over the FY 2009 appropriations. We also urge comparable
support for this important research in other agencies under this Subcommittee’s jurisdiction.
Once again, thank you for the opportunity to provide this testimony to the Subcommittee.
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James L. McClelland
One Page Biography

James L. (Jay) McClelland received his Ph.D. in Cognitive Psychology from the University of
Pennsylvania in 1975. He served on the faculty of the University of California, San Diego,
before moving to Carnegie Mellon in 1984, where he became a University Professor and held the
Walter Van Dyke Bingham Chair in Psychology and Cognitive Neuroscience. He was a founding
Co-Director of the Center for the Neural Basis of Cognition, a joint project of Carnegie Mellon
and the University of Pittsburgh. He served as Co-Director until 2006. In that year he moved to
Stanford University, where he is now Professor of Psychology and founding Director of the
Center for Mind, Brain and Computation. McClelland currently teaches cognitive psychology
and cognitive neuroscience and conducts research on learning, memory, conceptual
development, spoken language, decision making, and semantic cognition.

Over his career, McClelland has contributed to both the experimental and theoretical literatures
in a number of areas, most notably in the development and application of a computational
framework for understanding brain function, called the parallel distributed processing
framework. McClelland was a co-founder with David E. Rumelhart of the Parallel Distributed
Processing research group, and he and Rumethart led the effort leading to the publication in 1986
of the two-volume book, Parallel Distributed Processing, in which the framework was laid out
and applied to a wide range of topics in cognitive psychology and cognitive neuroscience. Since
that time, McClelland has applied models developed in this framework to address topics ranging
from the dynamics of the decision process in split-second decision making situations and
changes in the content and structure of conceptual knowledge over the course of child
development. Other topics include aspects of first and second language learning, the
neurobiology of memory, and the loss of conceptual knowledge in dementia.

McClelland and Rumelhart jointly received the 1993 Howard Crosby Warren Medal from the
Society of Experimental Psychologists, the 1996 Distinguished Scientific Contribution Award
from the American Psychological Association, the 2001 Grawemeyer Prize in Psychology, and
the 2002 1EEE Neural Networks Pioneer Award for their joint work. McClelland has served as
Senior Editor of Cognitive Science, as President of the Cognitive Science Society, as chair of an
NIH Peer-Review Panel on Integrative, Functional and Cognitive Neuroscience, and as a
member of the National Advisory Mental Health Council. He is currently president-elect of the
Federation of the Behavioral, Psychological, and Cognitive Sciences. He is a member of the
National Academy of Sciences, and he has received the William James Fellow Award from the
Association for Psychological Science for lifetime contributions to the basic science of
psychology. In fall, 2009, he will become Chair of the Stanford Psychology Department.
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Mr. OBEY. Thank you very much. We have five minutes to make
that vote, so we stand adjourned.

AFTERNOON SESSION

WEDNESDAY, MARCH 18, 2009.

TESTIMONY OF INTERESTED INDIVIDUALS AND
ORGANIZATIONS

Mr. OBEY. Well, good afternoon, everybody. Let me thank all of
you for coming.

Let me thank the witnesses who will appear before us here
today, and let me explain a couple of matters of procedure. I am
going to have to insist that people limit their testimony to four
minutes. If we don’t, there are people who are never going to get
heard because we have other things to do after this hearing is over
today, and we can’t ignore those responsibilities either.

We also have a practical problem. There will be a number of
votes that occur on the House Floor sometime around 3:00, and
that will eat substantially into the time of the witnesses available.
So I am going to ask all of the witnesses to hold their testimony
to four minutes sharp. When that red light goes on, I am going to
have to ask you to conclude your statement.

As I said this morning, we have finished action on the recovery
package, and we finished action on the Omnibus Appropriation
Bill. Now we want to turn to the new budget for fiscal year 2010.
The problem we have is that every time we have a new President,
it takes a while for the Executive Branch to send down their budg-
et request, and we do not yet have a budget request from the White
House.

I don’t say that by way of criticism. It is normal, given the turn-
over of administrations, but it does create an inconvenience for this
Committee and makes it much more difficult for us to do our work
on the schedule we set.

So we are trying to get as much work under our belts as possible,
including public witnesses, and a number of other hearings, so that
when we do get the budget we can move swiftly to analyze it, mark
it up, and move on with the process.

At this point, let me call on our new Ranking Member, Mr.
Tighrt, for any comments he has before we listen to the witnesses
today.

Mr. TIAHRT. Thank you, Mr. Chairman. Thank you for keeping
us on track. We have covered a lot of territory today, and we appre-
ciate the cooperation from the witnesses, and we are anxious to
hear your testimony.

Thank you, Mr. Chairman.

Mr. OBEY. One other thing, as I said, this morning. Please under-
stand if you don’t get questions from the panel, which is normal
during this testimony, as it is not because of a lack of interest. We
are simply trying to save as much time as possible for the wit-
nesses.
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We have all heard each other’s dulcet tones often. We will try to
limit our enthusiasm, or, as Archie Bunker said to Edith once, we
will try to stifle ourselves. [Laughter.]

With that, let me ask Ms. Roybal-Allard to begin the process.

Ms. ROYBAL-ALLARD. First, Mr. Chairman, let me thank you for
having these very important public testimony hearings.

And I just want to apologize in advance to the witnesses for hav-
ing to leave early because I also have another hearing going on at
the same time as this one, so I will to leave.

Mr. Chairman, I have the privilege of introducing Mikayla
Minnig, who will be testifying about the importance of funding ar-
thritis research. Mikayla 1s a fifth grader who lives in the City of
Downey in my Congressional district. Like many active 10-year-
olds, Mikayla divides her time between school, Girl Scouts and
cheerleading. But what makes Mikayla remarkable is that she has
done all of this while battling juvenile rheumatoid arthritis that
was diagnosed at the age of three.

Mikayla is a courageous young lady who has chosen not to let
this frequently debilitating disease control or limit her life. She has
also chosen to be an active advocate for the Arthritis Foundation.
Besides coming to Washington, D.C. to encourage Congress to in-
crease funding for arthritis research, she has also raised money for
that research herself by participating in the Orange County Foun-
dation Arthritis Walk.

Mikayla, I want to thank you for your courage and for taking the
time to come to Washington to share your story before this Com-
mittee. You truly are an inspiration to all of us.

Mr. OBEY. We are glad to have you here. I hope you are getting
better grades in the fifth grade than I did when I was in fifth
grade. [Laughter.]

Go ahead.
WEDNESDAY, MARCH 18, 2009.
ARTHRITIS FOUNDATION
WITNESS
MIKAYLA MINNIG

Ms. MINNIG. Good afternoon. My name is Mikayla Minnig, and
I live in Downey, California. I am here today on behalf of the near-
ly 300,000 kids like myself who have juvenile arthritis. I am 10
years old and in the fifth grade.

I was diagnosed with pauciarticular juvenile rheumatoid arthri-
tis when I was just three years old. Pauciarticular means it affects
four or fewer joints and usually large joints. For me, it affects my
left knee and ankle. I also am at high risk for eye inflammation
and must have them checked often so I don’t become blind, which
could happen.

It all began when I felt a lot of pain and swelling in my neck.
II’ICOCllﬂdn,t walk or run like the other kids, and I couldn’t turn my

ead.

For many months, I went to a lot of different doctors to figure
out what was wrong with me. Some of these doctors told my par-



186

ents I must have bad growing pains or must be faking the pain and
tears. Finally, we were sent to a pediatric rheumatologist, a doctor
who treats kids like me with juvenile arthritis. Dr. Starr said I had
arthritis.

My parents were surprised. They didn’t know, like most people,
that kids got arthritis too. In fact, most people don’t know that ju-
venile arthritis is one of the leading causes of disability in common
childhood diseases in the United States.

People are surprised when I tell them I have arthritis because
I don’t look very different from other kids. But unlike other kids,
I take a cancer drug every week plus daily medication to help con-
trol my arthritis, and it helps me try and lead a normal kid life.

I have met other kids through the Arthritis Foundation who are
not as lucky as me. The drugs don’t work for them, and they end
up in wheelchairs or have to have joints replaced. In fact, juvenile
arthritis is the leading cause of disability in kids.

I also am lucky to be able to see a doctor who understands and
can treat my disease. Kids in nine States don’t have a single spe-
cialist to see them.

I am here today to ask Congress to focus more attention on kids
like me with arthritis. Research is the key to a cure. Research has
led to newer drugs that help kids stay out of wheelchairs, but these
drugs can have really bad side effects. We need a cure.

Right now, the government spends $9,800,000 at the National In-
stitutes of Health for juvenile arthritis research. That sounds like
a lot of money to me, but when you think of the nearly 300,000
kids, that works out to be just about $32 per child.

There is a group of pediatric rheumatologists who are working
together to study and treat children with arthritis, but they need
your help. With more funding and attention from Congress, more
research studies can move forward to help find a cure.

The Arthritis Foundation supports at least a doubling of juvenile
arthritis research over the next few years. Also, the NIH should
spend more money training future doctors.

Thousand of kids around the country are diagnosed too late to
prevent damage. Please help change this.

I hope one day when I tell people I got arthritis at age three and
they say, but kids don’t get arthritis, I can tell them, you are right,
not any more because research has found a cure.

Thank you for the opportunity to speak to you today.

[The information follows:]
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Mikayla May Minnig
Child with Juvenile Rheumatoid Arthritis
Downey, California
Wednesday, March 18, 2009
10:00 AM
Arthritis Foundation

Summary:

46 million adults and 294,000 children are living daily with arthritis in the
United States. Juvenile arthritis is the leading cause of acquired disability in
children and is the sixth most common childhood disease. The Arthritis
Foundation supports, at least, a doubling of juvenile arthritis research over
the next few years from the current funding of $9.8 million at the National
Institutes of Health, In addition to addressing the critical shortage of
pediatric rheumatologists (195 currently practicing in the U.S.), the NIH
could leverage its public research funds through the Childhood Arthritis and
Rheumatology Research Alliance’s capabilities to support a national
network of cooperating clinical centers for the care and study of children
with arthritis. Such collaboration increases the number of children who
participate in studies and reduces the research time it takes to reach valuable
conclusions.
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Testimony of Mikayla Minnig on behalf of the Arthritis Foundation
Submitted to the House Committee on Appropriations
Subcommittee on Labor, Health & Human Services, Education, and Related Agencies
March 18, 2009

My name is Mikayla Minnig, and I live in Downey, California. I am here today on behalf of the
nearly 300,000 kids like myself who have juvenile arthritis. I am 10 years old and in the st
grade. I was diagnosed with pauciarticular juvenile rheumatoid arthritis when I was just 3 years
old. Pauciarticular means it affects four or fewer joints and usually large joints. For me, it
affects my left knee and ankle. I also am at high risk for eye inflammation and must have them
checked often so I don’t become blind, which could happen. It all began when I felt a lot of pain
and swelling in my neck. I couldn’t walk or run like the other kids, and I couldn’t turn my head.

For ten months I went to lots of different doctors to figure out what was wrong with me. Some
of these doctors told my parents I must have bad growing pains or must be faking the pain and
tears. Finally, we were sent to a pediatric rheumatologist—a doctor who treats kids like me with
juvenile arthritis. Dr. Starr said I had arthritis. My parents were surprised. They didn’t know,
like most people, that kids got arthritis. In fact, most people don’t know that juvenile arthritis is
one of the most common childhood diseases in the United States. ‘

People are surprised when I tell them that I have arthritis because I don’t look very different than
other kids. But unlike other kids, I take a cancer drug every week plus daily medication to
control my arthritis, and it helps me try and lead a normal kid-life. Ihave met other kids through
the Arthritis Foundation who are not as lucky as me. The drugs don’t work for them, and they
end up in a wheelchair or have to have their joints replaced. In fact, juvenile arthritis is the
leading cause of disability in kids. I also am lucky to be able to see a doctor who understands
and can treat my disease. Kids in 9 states don’t even have a single specialist to see them.

1 am here today to ask Congress to focus more attention on kids like me with arthritis. Research
is the key to a cure. Research has led to newer drugs that help kids stay out of wheelchairs, but
these drugs can have really bad side effects. We need a cure! Right now, the government spends
$9.8 million at the National Institutes of Health for juvenile arthritis research. That sounds like a
lot of money to me but when you think of the nearly 300,000 kids that works out to be just about
$32 per child.

There is a group of pediatric rheumatologists who are working together to study and treat
children with arthritis, but they need your help. With more funding and attention from Congress,
more research studies can move forward to help find a cure. The Arthritis Foundation supports,
at least, a doubling of juvenile arthritis research over the next few years. Also, the NIH should
spend more money training future doctors. Kids around the country are diagnosed too late to
prevent damage - please help change this. I hope one day when I tell people I got arthritis at age
3, and they say “but kids don’t get arthritis’ I can tell them “you are right — not any more —
because research has found a cure”.
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Juvenile arthritis is the leading cause of acquired disability in children and is the sixth most
common childhood disease (following asthma, congenital heart disease, cerebral palsy, diabetes
and epilepsy). Sustaining the field of pediatric rheumatology is essential to the care of the
294,000 children under the age of 18 living with a form of juvenile arthritis. Children who are
diagnosed with juvenile arthritis will live with this chronic and potentially disabling disease for
their entire life. Therefore, it is imperative that children are diagnosed quickly and treated with
the most effective treatment protocols known for their particular disease.

The Childhood Arthritis and Rheumatology Research Alliance (CARRA) is a national
organization of pediatric theumatologists who have joined together to answer critical clinical
research questions. CARRA has created a multi-center network of pediatric rheumatology
research centers across North America that is working together on clinical investigations. Such
collaboration increases the number of children who participate in studies and reduces the
research time it takes to reach valuable conclusions.

Similar research networks have dramatically advanced the treatment currently available for both
childhood cancer and cystic fibrosis. Children with cancer who are treated in a participating
center with network protocols now have a much greater chance of disease-free survival,
compared to children treated outside the network with non-network protocols. This dramatic
improvement in treatment is a direct result of careful clinical studies and trials within the
collaborative research organization. The pediatric oncology networks were started 30 years ago
with the goal of developing and refining treatment protocols for children with cancer in the U.S.
Currently over 90% of all children with cancer in the U.S. are enrolled in a Children’s Oncology
Group (COG) protocol. As a result, the standard-of-care for pediatric oncology patients has been
critically and comprehensively evaluated and standardized, leading directly to better outcomes
with improved survival and decreased treatment morbidity. CARRA’s overall goal is that by
2012 there will be a protocol for every child with a theumatic disease to participate in. Through
participation in research and conducting investigations of these diseases, we will be able to
significantly improve the standard-of-care for all children with rheumatic diseases in the future.

Pediatric rheumatology is one of the smallest pediatric subspecialties with only 195 pediatric
rheumatologists actively practicing in the United States. Over 95% of all pediatric
rheumatologists practice in academic medical centers; however, more than one-third of U.S.
medical schools do not have any pediatric rheumatology program. Over a third of pediatric
rheumatologists are in single-person divisions, resulting in significant isolation. Further, there is
a significant manpower deficit in pediatric rheumatology such that only one-third of all children
with rheumatic diseases are cared for by a pediatric rheumatologist, and the estimated number of
pediatric rheumatologists required to provide optimal care is almost twice the current number.
All these factors result in lack of access to state-of-the-art subspecialty care and the opportunities
for participation in research protocols for children with rheumatic diseases. One of the goals of
the pediatric theumatology research network is to offer participation in research protocols for
patients of community physicians in areas where there are no pediatric rheumatologists.

The Arthritis Foundation has given substantial financial support to the development of the
Childhood Arthritis and Rheumnatology Research Alliance (CARRA). However, in addition,
NIH has a unique opportunity to leverage its public research funds through CARRA’s

Mikayla Minnig
Arthritis Foundation
Page 2 of 5
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capabilities, and the Arthritis Foundation urges Congress to express support for a national
network of cooperating clinical centers for the care and study of children with arthritis.

While new treatment options are available, we are still working to improve the quality of life for
Americans living with arthritis, and ultimately finding a cure. Research funded by the National
Institutes of Health and the Arthritis Foundation has produced a revolutionary class of biological
therapies that alleviate painful inflammation and prevent disability. While these advances have
changed the lives of Americans living with arthritis significantly, there is still no cure for the
disease and its prevalence and impact continues to grow.

The Arthritis Foundation firmly believes research holds the key to tomorrow’s advances and
provides hope for a future free from arthritis pain. From its inception in 1948, a core mission of
the Arthritis Foundation is to raise funds each year to support peer-reviewed research. As the
largest non-profit contributor to arthritis research, the Arthritis Foundation fills a vital role in the
big picture of arthritis research. Our research program complements government and industry-
based arthritis research by focusing on training new investigators and pursuing innovative
strategies for preventing, controlling and curing arthritis. To date, the Arthritis Foundation has
funded more than 2,200 researchers with more than $380 million in grants. By supporting
researchers in the early stages of their careers, the Arthritis Foundation makes important initial
discoveries possible that lead to ultimate breakthrough results. However, even with this
commitment every year grants that rate *stellar” in our peer review process go unfunded. These
are potential cures without the funding to be realized.

An increased public investment in biomedical research holds the real promise of improving the
lives of millions of Americans with arthritis. This investment will reduce the burden of arthritis
on the U.S. economy with less missed work days, disability payments, and expensive surgical
interventions. To illustrate this point, less than 50% of working age adults with rheumatoid
arthritis are still employed 10 years after disease onset. Nearly 2/3 of people diagnosed with
arthritis are under the age of 65. 992,100 hospitalizations and 44 million outpatient visits
annually are due to arthritis,

The mission of the National Institute of Arthritis and Musculoskeletal and Skin Diseases is to
support research into the causes, treatment, and prevention of arthritis and musculoskeletal and
skin diseases, the training of basic and clinical scientists to carry out this research, and the
dissemination of information on research progress in these diseases. Research opportunities at
NIAMS are being curtailed due to the stagnating and in some cases declining numbers of new
grants being awarded for specific diseases. The training of new investigators has unnecessarily
slowed down and contributed to a crisis in the research community where new investigators have
begun to leave biomedical research careers in pursuit of other more successful endeavors.

The Arthritis Foundation is dedicated to finding a cure for arthritis. However, the investment in
NIH research is absolutely crucial to realize this dream. With continued and increased
investment in research, the Arthritis Foundation believes a cure is on the horizon. The Arthritis
Foundation urges Congress to increase funding and provide $500 million for arthritis
research over the next five years to continue to fuel innovation and discoveries that could
put an end to the pain of arthritis.

Mikayla Minnig
Arthritis Foundation
Page 3 of §
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The medical and societal impact of arthritis in the United States is staggering. Arthritis costs the
economy $128 billion, which was equivalent to 1.2% of the U.S. gross domestic product in
2003. These costs include $81 billion in direct costs for expenses like physician visits and
surgical interventions, and $47 billion in indirect costs for missed work days. Arthritis is the
most common cause of disability in the United States, and nearly one-third of adults with
arthritis experience work limitations.

The Arthritis Foundation strongly believes that in order to prevent or delay arthritis from
impacting people and to mitigate the effects of arthritis that an investment both from the private
and public sector must be made today. Research shows that the pain and disability of arthritis
can be decreased through early diagnosis and appropriate management, including evidence based
self-management activities such as weight control and physical activity. The Arthritis
Foundation’s Self-Help Program, a group education program has been proven to reduce arthritis
pain by 20% and physician visits by 40%. These interventions are recognized by the Centers for
Disease Control and Prevention to reduce health care expenditures. The Arthritis Foundation
offers and partners with other organizations to offer the Self-Help Program, and an Aquatic
Program, and an Exercise Program as part of our Life Improvement Series. Each of these
programs is proven to reduce pain and physician visits, decrease stiffness and increase function.

The public sector investment at the federal government level entails the Centers for Disease
Control and Prevention’s arthritis program. In early 1998, the Arthritis Foundation joined forces
with the CDC to develop the National Arthritis Action Plan - an innovative public health
strategy. Among the goals are improving the scientific information base on arthritis, increasing
awareness that arthritis is a national health problem, and encouraging more individuals with
arthritis to seek early intervention and treatment to reduce pain and disability. Due to the
Subcommittee’s support and leadership, the CDC was provided with $10 million in Fiscal Year
1999 to begin to make this vision a reality. More than ten years later, the CDC’s arthritis
program has not kept pace and in fact, has seen a decline in funding from just a few years ago.
For Fiscal Year 2009, the arthritis program was funded at $13.2 million. :

Approximately half of the CDC’s arthritis program funding was distributed through a
competitive grant process to 12 state health departments. These state health departments in
partnership with other state organizations have successfully used CDC funding to increase public
awareness of the burden of arthritis and increase the availability of interventions that have been
proven to improve the quality of life and health care of people with arthritis. Last year, twenty-
eight additional states submitted grants and were approved, but unfunded due to limited funding,
The CDC estimates 67 million or 25% of the adult population will have arthritis by 2030. More
than 57% of adults with heart disease and more than 52% of adults with diabetes also have
arthritis. Arthritis limits the ability of people to effectively manage other chronic diseases. It is
time to make a significant investment now to sustain and improve the reach of these proven
interventions.

Mikayla Minnig
Arthritis Foundation
Paged of 5
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The Arthritis Foundation strongly recommends Congress appropriate $23 million in Fiseal
Year 2010 for CDC's arthritis program, which is equivalent to 50 cents per person with
arthritis, This is a $10 million increase from Fiscal Year 2009, which will ensure that
qualified, participating states can continue the vital work of lessening the burden of
arthritis on Americans and the American work force.

The Arthritis Foundation greatly appreciates the opportunity to submit testimony in support of
increased funding for arthritis research at the National Institutes of Health and arthritis public
health initiatives at the Centers for Disease Control and Prevention, which are aimed at
improving the lives of 46 million adults and 294,000 children living daily with arthritis in the
United States.

Mikayla Minnig
Arthritis Foundation
Page 5 of §
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Mikayla May Minnig

Mikayla is 10 years old and is in the fifth grade at Trinity Christian School. For six
years, she has been a Girl Scout and also participates on the cheerleading squad. After
ten months of pain and barely able to move, Mikayla was diagnosed with pauciarticular
juvenile rheumatoid arthritis when she was 3 years old.

Mikayla is an advocate with the Arthritis Foundation. She has participated in and raised
funds annually for the Orange County Arthritis Foundation Walk, attended the 2008 and
2009 Advocacy and Kids® Summit in Washington, D.C., and attended the Arthritis
Foundation Southern California Chapter’s juvenile arthritis summer camp at the Painted
Turtle. .

Mikayla resides in Downey, California with her parents, Michael and Janet Minnig.
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The Arthritis Foundation has been the recipient of a grant from the Centers for Disease Control
and Prevention.
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National Programs to support arthritis
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Mr. OBEY. Thank you. [Applause.]

Thank you very much for sharing your story with us.

Next is Dr. Schraufnagel, TB Coalition.

We are sorry about the order that we put you in. You get extra
points for that. [Laughter.]

WEDNESDAY, MARCH 18, 2009.

TB COALITION
WITNESS
DR. DEAN SCHRAUFNAGEL, M.D.

Dr. SCHRAUFNAGEL. That is a tough person to follow.

I am Dean Schraufnagel. I am a professor of medicine in the De-
partment of Pulmonary and Critical Care Medicine at the Univer-
sity of Illinois in Chicago.

And, for Congressman Obey, I grew up in Mason, Wisconsin, a
town of only about 65 people these days.

Mr. OBEY. They vote right. [Laughter.]

Dr. SCHRAUFNAGEL. I also serve as Vice President of the Amer-
ican Thoracic Society, and I am here to speak on behalf of the TB
Coalition which is a network of public health research professional
and advocacy organizations working to support policies to eliminate
tuberculosis in the United States and around the world.

There are three points I want to make: First, tuberculosis is a
problem in the United States. Second, we will never defeat tuber-
culosis until we develop new diagnostic tools, anti-tuberculosis
drugs and an effective vaccine. Third, Congress passed an historic
law reauthorizing the Nation’s domestic TB program. Appropriate
funding of this law will put the U.S. back on the right path toward
tuberculosis elimination.

As you know, TB is an airborne infection caused by a bacterium.
It is spread by cough, so that we are all vulnerable.

It is the second leading global cause of death for infectious dis-
ease, claiming about 1.7 million lives per year. It is estimated that
nine to fourteen million Americans have latent tuberculosis. Ac-
cording to a February, 2008, World Health Organization report, re-
sistant TB accounts for about 5 percent of all new TB cases in the
world.

Although drugs, diagnostics and vaccines for TB exist, these
technologies are antiquated. The most commonly used TB diag-
nostic in the world, sputem microscopy, is more than 100 years old
and lacks the sensitivity in many HIV/TB cases and in children.

Current diagnostic tests to detect drug resistance take at least
one month to complete and in that time the TB can spread to oth-
ers.

The TB vaccine, BCG, provides some protection to children but
has little effect in preventing adult pulmonary tuberculosis.

There is an urgent need for new anti-TB treatments and particu-
larly for a shorter drug regimen. There is also a critical need for
drugs that can safely be taken concurrently with the anti-retroviral
drugs used for HIV. The good news is that these drugs are in de-
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velopment and hold promise for shortening TB from six to nine
months to two to four months.

In the United States, TB cases continue to decline, although the
progress has slowed in the last few years.

Foreign-born and ethnic minorities bear a disproportionate bur-
den of the domestic TB rate. U.S.-born blacks make up almost half,
45 percent, of all TB cases among U.S.-born. Border States and
States with high immigration such as California, Texas and New
York are among the highest burdened TB States.

Drug resistance poses a particular challenge to domestic TB con-
trol due to the high costs and intensive treatment required. The
costs for treating drug-resistant tuberculosis may range from
$100,000 to $300,000 per case, which can be a significant strain on
the State public health budget. In-patient costs have been esti-
mated by the California XDR for extremely drug resistant TB to be
up to $600,000 per patient.

The U.S. Public Health Service has the expertise to eliminate
TB, but many State programs are seriously under-resourced.

In recognition of the need to strengthen domestic TB control,
Congress passed the Comprehensive Tuberculosis Elimination Act
of 2008. This historic legislation was based on the recommenda-
tions of the Institute of Medicine to revitalize the CDC and NIH

rograms. We recommend that you give the full level of
5210,000,000 in fiscal year 2010 for CDC’s Division of Tuberculosis
Elimination as authorized by the Comprehensive TB Act.

In conclusion, Mr. Chairman, the U.S. stands on the brink of
being able to eliminate tuberculosis. What is needed is U.S. leader-
ship to reduce the global pandemic as called for by the Lantos-
Hyde Leadership Against AIDS, TB and Malaria Act and the ap-
propriate allocations of resources for domestic TB control and re-
search that are called for in this Act.

Thank you.

[The information follows:]
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STATEMENT OF
THE TB COALITION

Presented by Dean Schraufnagel, MD
Professor of Medicine, Department of Pulmonary, Critical Care and Sleep Medicine
at the University of Illinois at Chicage

submitted to

THE HOUSE LABOR, HEALTH AND HUMAN SERVICES, AND EDUCATION
APPROPRIATIONS SUBCOMMITTEE

on the

FISCAL YEAR 2010 LABOR, HEALTH AND HUMAN SERVICES, AND
EDUCATION APPROPRIATIONS BILL

March 18, 2009, 10:00a.m.

Department of Health and Human Services
Summary of Programs

Centers for Disease Control and Prevention FY10 Funding Recommendation:
$8.6 Billion

National Tuberculosis Elimination Program
Division of TB Elimination FY10 Funding Recommendation: $210 Million

National Institutes of Health FY10 Funding Recommendation: $32.439 Billion-
National Institutes of Allergy and Infectious Disease FY10 Funding
Recommendation: $5.032 Billion

Fogarty Center FY10 Funding Recommendation: $73 Million

Tuberculosis

The TB Coalition is a network of public health, research, professional and advocacy
organizations working to support policies to eliminate TB in the U.S. and around the
world. The TB Coalition is pleased to submit our recommendations for programs in the
Labor-Health and Human and Education purview. The TB Coalition, in collaberation
with Stop TB USA, recommends a funding level of $210 million in FY 2010 for
CDC’s Division of TB Elimination, as authorized under the Comprehensive TB
Elimination Act,
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TUBERCULOSIS

Tuberculosis (TB) is an airborne infection caused by a bacterium, Mycobacterium
tuberculosis. TB primarily affects the lungs but can also affect other parts of the body,
such as the brain, kidneys or spine. TB is the second leading global infectious disease
killer, claiming 1.7 million lives each year. Currently, about a third of the world’s
population is infected with the TB bacterium. It is estimated that 9-14 million Americans
‘have latent TB. Tuberculosis is the leading cause of death for people with HIV/AIDS in
the developing world. According to a February 2008 World Health Organization (WHO)
report on drug resistant TB, about 5% of all new TB cases are drug resistant. The global
TB pandemic and spread of drug resistant TB present a persistent public health threat to
the U.S.

The major factors that have caused the spread of drug resistant TB, including multi-drug
resistant TB (MDR) and extensively drug resistant (XDR) TB, are inadequate attention to
and funding for basic TB control measures in high TB burden, resource-limited settings,
which also have high HIV prevalence, and the lack of investment in new drugs,
diagnostics and vaccines for TB. While most TB prevalent today is a preventable and
curable disease when international prevention and treatment guidelines are used, many
parts of the world, such as Africa and Eastern Europe, are struggling to implement them,
giving rise to more drug resistant TB, and, increasingly, XDR-TB.

XDR-TB as a Global Health Crisis

XDR-TB has been identified in all regions of the world, including the U.S. The strain is
resistant to two main first-line drugs and to at least two of the six classes of second-line
drugs. Because it is resistant to many of the drugs used to treat TB, XDR-TB treatment is
severely limited and the strain has an extremely high fatality rate. In an outbreak in the
Kwazulu-Natal province of South Africa from late 2005 until early 2006, XDR TB killed
52 out of 53 infected HIV-infected patients within just three weeks of diagnosis.

New TB Tools Needed

Although drugs, diagnostics, and vaccines for TB exist, these technologies are antiquated
and are increasingly inadequate for controlling the global epidemic. The most commonly
used TB diagnostic in the world, sputum microscopy, is more than 100 years old and
lacks sensitivity to detect TB in most HIV/AIDS patients and in children. Skin tests used
in the U.S. are more effective at detecting TB, but take one to six weeks to culture in a
laboratory. Current diagnostic tests to detect drug resistance take at least one month to
complete. Faster drug susceptibility tests must be developed to stop the spread of drug
resistant TB. The TB vaccine, BCG, provides some protection to children, but it has little
or no efficacy in preventing pulmonary TB in adults.

There is an urgent need for new anti-TB treatments, and particularly for a shorter drug
regimen. Currently, the drug regime for TB treatment is 6-9 months. A shorter drug
regimen with new classes of drugs active against susceptible and drug-resistant strains
would increase compliance, prevent development of more extensive drug resistance, and
save program costs by reducing the time required to directly observe therapy for patients.
There is also a critical need for drugs that can safely be taken concurrently with
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antiretroviral therapy for HIV. The good news is that new drugs in development hold the
promise of shortening treatment from 6-9 months to 2-4 months.

TB in the U.S,

Although the numbers of TB cases in the US continue to decline, with 12, 898 new cases
reported in 2008, progress towards TB elimination has slowed. The average annual
percentage decline in the TB rate slowed from 7.3% per year during 1993--2000 to 3.8%
during 2000--2008. Foreign-born and ethnic minorities bear a disproportionate burden of
U.S. TB cases. The proportion of TB cases in foreign-born people has increased steadily
in the last decade, from 27 percent of all cases in 1992 to 58 percent of all cases in 2008.
Border states and states with high immigration levels such as California, and Texas and
New York are among the highest-burdened TB states. U.S.-born blacks make up almost
half (45%) of all TB cases among U.S.-born persons.

In the 1970s and early 1980s, the U.S. began significantly reducing the TB control
infrastructure. Consequently, the trend towards TB elimination was reversed and the
nation experienced an unprecedented resurgence of TB, including many MDR-TB cases,
with a 20% increase in cases reported between 1985 and 1992. In just one city, New York
City, the cost to regain control of TB was over $1 billion. The 2000 Institute of Medicine
(IOM) report, Ending Neglect: the Elimination of Tuberculosis in the United States,
found that the resurgence of TB in the U.S. between 1985 and 1992 was due, in large
part, to funding reductions and concluded that, with proper funding, organization of
prevention and control activities, and research and development of new tools, TB could
be eliminated as a public health problem in the U.S.

Drug-resistant TB poses a particular challenge to domestic TB control owing to the high
costs of treatment and intensive health care resources required. Treatment costs for
multidrug-resistant (MDR) TB range from $100,000 to $300,000, which can cause a
significant strain on state public health budgets. Inpatient care has been estimated for
California XDR TB patients from 1993-2006 at an average of approximately $600,000
per patient.

Strong State and Local TB Control Programs

The best defense against the development of drug resistant tuberculosis is a strong
network of state and local public health programs and laboratories. State, local, and
territorial health departments provide important TB control services such as directly
observed therapy (DOT, a proven method to improve adherence and thus prevent drug
resistance), laboratory support, surveillance, contact tracing, and patient counseling. CDC
provides about $100 million annually in support to state, local and territorial health
departments to prevent and control TB.

According to the National Tuberculosis Controller’s Association, for every confirmed
case of TB, state and local health department must identify and test an estimated 14
persons who may have been exposed. Yet after almost a decade of stagnant funding,
many state TB programs have been left seriously under-resourced at a time when TB
cases are growing more complex to diagnose and treat. The higher percentage of foreign-
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born TB patients adds to the need for specially trained TB professionals. According to a
recent assessment by CDC’s Div. of TB Elimination, more than 1077 jobs have been lost
in state TB control programs over the last three years, ranging from doctors and nurses to
lab personnel and outreach workers.

Despite low rates, persistent challenges to TB control in the U.S. remain. Specifically: (1)
racial and ethnic minorities continue to suffer from TB more than majority populations;
(2) foreign-born persons are adversely impacted; (3) sporadic outbreaks/clusters occur,
outstripping local capacity; (4) continued emergence of drug resistance threaten our
ability to control TB; and (5) there are critical needs for new tools for rapid and reliable
diagnosis, short, safe, and effective treatments, and vaccines.

Congressional Response to TB

In recognition of the need to strengthen domestic TB control, the Congress passed the
Comprehensive Tuberculosis Elimination Act (CTEA) (P.L. 110-392) in October, 2008.
This historic legislation was based on the recommendations of the Institute of Medicine
and revitalized programs at CDC and the NIH with the goal of putting the U.S. back on
the path to eliminating TB. The new law authorizes an urgently needed reinvestment into
new TB diagnostic, treatment and prevention tools. The TB Coalition, in collaboration
with Stop TB USA, recommends a funding level of $210 million in FY 2010 for
CDC(C’s Division of TB Elimination, as authorized under the CTEA. The CTEA as
introduced included a separate authorization of $100 million through CDC’s TB
elimination program for the development of urgently needed new TB diagnostic,
treatment and prevention tools to ease the global TB pandemic, and we hope that this
unique area of need will be considered in the final FY10 funding levels.

National Institutes of Health

The NIH has a prominent role to play in the elimination of tuberculosis through the
development of new tools to fight the disease, however the ATS is concerned that the
NIH has reduced funding for TB research from $211 million in 2007 to $160 million in
2008. We encourage the NIH to expand efforts, as requested under the Comprehensive
TB Elimination Act, to develop new tools to reduce the rising global TB burden,
including faster diagnostics that effectively identify TB in all populations, new drugs to
shorten the treatment regimen for TB and combat drug resistance, and an effective
vaceine,

Fogarty International Center TB Training Programs

The Fogarty International Center (FIC) at National Institutes of Health (NIH) provides
training grants to U.S. universities to teach AIDS treatment and research techniques to
international physicians and researchers. Because of the link between AIDS and TB
infection, FIC has created supplemental TB training grants for these institutions to train
international health care professionals in the area of TB treatment and research. These
fraining grants should be expanded and offered to all institutions. The ATS
recommends Congress provide $73 million for FIC in FY2010, which would allow
the expansion the TB training grant program from a supplemental grant to an open
competition grant.
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The global TB epidemic endangers TB control efforts in the U.S. TB case rates in the
United States reflect the global situation. The best way to prevent the future development
of drug-resistant strains of tuberculosis is through establishing and supporting effective
global and domestic tuberculosis control programs and research programs through the
U.S. Agency for International Development (USAID), the CDC and the NIH. The TB
Coalition appreciates this opportunity to provide testimony.
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Mr. OBEY. Thank you very much. We appreciate your testimony.
Next, Mr. Neil Horikoshi, Aplastic Anemia and MDS Inter-
national Foundation.

WEDNESDAY, MARCH 18, 2009.

APLASTIC ANEMIA AND MDS INTERNATIONAL
FOUNDATION

WITNESS
NEIL HORIKOSHI

Mr. HoRIKOSHI. Good afternoon and thank you very much for the
opportunity, Chairman Obey and Ranking Member Tiahrt.

Most of the people in this room today have probably never heard
of bone marrow failure disease, let alone the words, aplastic ane-
mia, myelodysplastic syndromes, as well as PNH. But this strikes
home very close to Congress as these diseases have hit members
of your family, including Congressman Joe Moakley and Congress-
man Bob Matsui.

So, for me, I am affiliated with this organization, the Aplastic
Anemia and MDS International Foundation as Chair in part be-
cause I am an aplastic anemia patient myself, and I came within
48 hours of death. In my darkest hours, I looked exactly like this.

If you think about your colleagues and what happened just be-
fore Christmas of 2004, Congressman Bob Matsui was in his office.
On January 1, 2005, he passed away. He looked like me. He looked
exactly like me. He went to the office.

So what happened?

What happens is it happens inside of one’s body. Bone marrow
fails. You fail to produce blood. And I am going to explain what
that means for the various diseases.

In my case, it was all about taking the last physical, getting a
blood exam and finding out I didn’t have any blood in me. That is
coming very close. So, hence, I dedicate myself to supporting this
organization and what bone marrow failure means to other Ameri-
cans.

Aplastic anemia is the condition where one’s body is not able to
produce any blood. MDS, which is what Bob Matsui and Joe Moak-
ley had, are the conditions where they were able to produce some
blood, but the blood was defective. And PNH is the condition where
you are able to produce blood, but your immune system ends up de-
stroying that blood.

These are all very, very rare diseases often called orphan dis-
eases, in a nutshell. So, hence, there hasn’t been much focus on the
topic overall. Roughly, 20,000 to 30,000 Americans get these types
of diseases each year.

One of the things that I will ask for, and I know it is not within
the jurisdiction of this Subcommittee, but I would ask all members
sitting before me today to look at H.R. 1230, the Bone Marrow Fail-
ure Disease and Treatment Act of 2009 which increases the surveil-
lance efforts at CDC and also creates a Bone Marrow Failure Reg-
istry. This legislation was introduced by Congresswoman Doris
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Matsui after she lost her husband, and I am sure your colleague
and friend, Bob Matsui.

I would also ask this Subcommittee to seriously consider the ap-
propriate appropriations once this bill is passed.

And I also urge this Subcommittee to continue to focus on its on-
going research to NIH because but for the work that individuals
such as Dr. Neal Young, who did the necessary work some years
ago to find at least treatment for aplastic anemia, I really wouldn’t
be here in front of you today. Twenty-five years ago when our orga-
nization was founded, the death rate of anyone with aplastic ane-
mia was 100 percent. One hundred percent.

Fifteen years ago, had I received this disease, it was still about
50 percent. I am one of the lucky few that made it through in the
50 percent. So ongoing funding to NIH is extremely important to
us.
Lastly, I ask that the full Appropriations Committee continue to
be very cognizant of the work that is going on for the Bone Marrow
Failure Disease Research Program that DOD has embarked upon
and to fund this program to the increased funding of $7,500,000
from $5,000,000 today.

Thank you very much.

[The information follows:]
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Testimony before the Public Witness Hearing, March 18, 2009
House Appropriations Subcommittee on
Labor-Health and Human Services-Education
by
Neil Horikoshi, Chairman of the Board
Aplastic Anemia & MDS International Foundation

Thank you, Mr. Chairman and members of the subcommittee, for giving me the
opportunity to testify today. Many of you have probably never heard of aplastic anemia
or some of the other diseases that are collectively known as “bone marrow failure
diseases.” I certainly had never heard of these diseases prior to February 29, 2000. That
day, however, would prove fateful for me and change my life in a way I could not have
foreseen. And over a critical 48 hour stretch, I would descend from a level of seemingly
perfect health to the precipice of death. I would soon learn firsthand how a rare, deadly
bone marrow failure disease can strike anyone, regardless of age or state of general
health.

In 2000, I was on international assignment with IBM in Japan, and I traveled quite
frequently for this job. Prior to a scheduled trip to India, I was feeling exceptionally
fatigued. 1 also started to suffer from a shortness of breath, constant chills, and tingling
in his fingers and toes. I even noticed red splotches on both of my calves.

These symptoms should have set off sirens and whistles in any person. Yet, as a healthy
40+ year old male who exercised and ate well, I shrugged it off. “Maybe I should get
more exercise, or more sleep, or take some vitamins,” I recall saying to myself at the
time.

If ] had not had a regularly scheduled physical examination prior to this trip -- the last
available Saturday appointment at a clinic in Tokyo ~ I may never have made it alive to
India. My fortuitous decision to keep my appointment led to a series of steps that would
determine my ultimate diagnosis and the treatment that would save my life.

At my physical, the medical doctor ordered a Complete Blood Count (CBC) immediately,
and noticed all the telitale symptoms of a serious medical condition. The next day --- the
day before my scheduled trip -- I experienced worsening symptoms. I began to have
blurred vision in my left eye due to a small hemorrhage behind my retina. My doctor
called me that day and clearly stated: “cancel your trip to India....your blood counts are
unusually low.” Fortunately, I listened to the advice of my doctor.

The blood specialist at the local hospital in Japan conducted another CBC, and he
reconfirmed that I had a serious blood shortage. His best guess diagnosis was that I
might have leukemia. I was given a blood transfusion, sufficient to put me on a flight to
Honolulu for further treatment.
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In a classic case of “good news, bad news,” the hematologist in Hawaii informed that [
did not have leukemia. The bad news was that I was diagnosed with a rare bone marrow
failure disease known as aplastic anemia, which in laymen’s terms meant that my bone
marrow was not producing any blood.

I had no idea what this diagnosis meant, what the treatment was, or how I contracted the
disease. As I would later discover, the causes of aplastic anemia and other bone marrow
failure diseases are unknown. Bone marrow failure disease has been linked to
environmental factors to which we are all commonly exposed. Researchers suspect that
undefined genetic factors make some individuals more susceptible to bone marrow
disease.

My treatment in the short term consisted of getting ongoing CBC’s to monitor my blood
counts. As the red and platelet blood counts dropped into a trough range, I required
ongoing blood transfusions of both red and platelet blood. (Red blood cells support the
flow of oxygen in one’s body; platelets support positive healing of all wounds and
bleeding; white blood cells are required to fight infections, and one’s body must be able
to produce these cells.)

Long term options were somewhat less clear.

I was advised that [ was too old for a bone marrow transplant. A 40+ year old patient
requires the anti-thymocyte globulin (ATG) treatment. My family doctor told me it may
be wise to ‘get your things in order.” Those were five words that shaped my choice in the
weeks and months ahead.”

Like many Americans who are diagnosed with a rare disease, I turned to the Internet for
information about treatment options and support networks. I discovered a unique
resource and positive voice of reinforcement in the Aplastic Anemia & MDS
International Foundation. The organization provided me with an abundance of patient-
friendly information and a network of medical doctors who could provide answers to
basic and personal questions about the treatment I faced.

The Foundation also directed me to Dr. Neal Young, the pre-eminent expert on aplastic
anemia at the National Institutes of Health (NIH). Dr. Young pioneered research in this
orphan disease, and his success with immunosuppressant treatments literally saved my
life and the lives of many others.

By the end of March, 2000, within a month of my initial diagnosis, I was treated with
ATG in a local Honolulu hospital. Twas not transfusion free until May, 2000 when my
blood counts stabilized and I slowly began to produce blood. Ireturned to my job in
August 2000 and felt I was a very lucky person. In January 2001, I showed signs of
relapsing and got a second ATG treatment in Hawaii, and within a week, my blood
counts shot up to the normal levels they are at today.
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What I learned from my medical consultations with Dr. Young, and my interaction with
the Foundation, was that I had hope. Not more than a decade ago, most people diagnosed
with acute aplastic anemia had little chance of survival. Today the success and survival
rate is viewed positively, thanks in large part to the research funded by NIH

While many advances have been made in the understanding and treatment of bone
marrow failure diseases, we still do not have a cure. Every year, more than 20,000
Americans are diagnosed with aplastic anemia, myelodysplastic syndromes or PNH — the
three primary bone marrow failure diseases. We still do not have a good handle on what
causes these diseases, and why some groups, such as ethnic Asians, are affected more
than others.

My life was saved thanks to medical research — and today I want to use my story to help
save the lives of others who are affected by this terrible disease. Today, I serve as the
Chairman of the Board of the Foundation, and am committed to advocating for greater
research and awareness that will ultimately lead to a cure.

I therefore urge the Labor-HHS-Education Subcommittee to commit greater resources to
NIH and the Centers for Disease Control and Prevention. I also urge every member of
this committee to support H.R. 1230, the Bone Marrow Failure Disease Research and
Treatment Act, to increase surveillance efforts at CDC so that we can truly understand
what is causing these diseases. This legislation has been introduced by Representative
Doris Matsui (D-CA), who only a few years ago lost her husband — and your former
colleague — Bob Matsui to MDS, one of the bone marrow failure diseases. When this
legislation is enacted, I hope this committee will provide the necessary appropriations to
implement better surveillance at the CDC.

Finally, I would also like to recognize the full committee for its support of bone marrow
failure disease research at the Department of Defense (DoD). Although not within the
jurisdiction of this subcommittee, the DoD Bone Marrow Failure Disease Research
program was funded at $5 million in fiscal year 2009. This funding will have a great
impact on gaining a better understanding of these diseases, particularly within the veteran
population.

Mr. Chairman, I am a very lucky person. Because of early intervention and access to
critical information and support groups, I survived this awful disease. Ihope that my
testimony today can in some small way make a difference for everyone suffering from
bone marrow failure diseases. I urge the House Appropriations Comumittee to continue its
support for bone marrow failure disease research and surveillance at NIH, CDC and
DoD.
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Mr. OBEY. Thank you very much. We appreciate your sharing
your story with us, and we wish you well.

Next, Ms. Linda Rosenberg, National Council for Community Be-
havioral Healthcare.

WEDNESDAY, MARCH 18, 2009.

NATIONAL COUNCIL FOR COMMUNITY BEHAVIORAL
HEALTHCARE

WITNESS
LINDA ROSENBERG, MSW

Ms. ROSENBERG. Thank you. Good afternoon, Chairman Obey
and members of the Subcommittee.

My name is Linda Rosenberg, and I am the President and CEO
of the National Council for Community Behavioral Healthcare.

The National Council represents 1,600 community mental health
centers and safety net agencies. Collectively, they serve over six
million low-income children and adults with mental health and ad-
diction disorders.

Mr. Chairman, the public mental health system confronts twin
crises. First and foremost, the mortality rates among persons with
serious mental illnesses are shocking. According to a 2006
SAMHSA survey, persons with conditions like schizophrenia and
bipolar disorder die, on average, 25 years sooner than other Ameri-
cans. Most people with serious mental illnesses will not live to see
their fiftieth birthday.

This constitutes the highest death rate among any population by
any agency of the U.S. Public Health Service that receives funding
from this Subcommittee. These horrific mortality rates are pri-
marily caused by co-occurring medical illnesses: asthma, diabetes,
cancer, heart disease and pulmonary conditions.

That is why, Chairman Obey, we owe you a great debt. In the
appropriations legislation passed last week, you fought for the in-
clusion of $7,000,000 to co-locate primary care capacity in commu-
nity mental health organizations. This integrated care model will
enable us to do little things like take a patient’s blood pressure and
big things like make sure a person who has schizophrenia and
heart disease gets to see a cardiologist.

We always appreciate your willingness to both listen and to take
action.

A parallel crisis we confront is the economic downturn. The State
of Illinois is preparing to close 5 community mental health centers
in Chicago, cutting psychiatric capacity in that city by 40 percent.
In Towa, the counties are running out of mental health dollars, and
the State just announced a 6.5 percent mental health cut across
the board.

And I should note that these consumers do not just disappear.
Their outcomes are bad. They wind up in State mental hospitals.
They wind up in nursing homes. They wind up in jails, and they
wind up on the streets.

At the same time that these cuts are being enacted, community
mental health centers are reporting a surge of newly unemployed
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people seeking services. A survey we took indicates a 20 percent in-
crease in psychiatric intakes. In Colorado, members are serving a
record number of people, 90,000 men, women and children. In New
York, providers report a 30 percent increase in demand for psy-
chiatric treatment.

We cannot also ignore the ravages of addiction. Addiction affects
one in ten Americans and one in four children. State and local gov-
ernments fund half of the substance abuse treatment in this coun-
try, and the current economic downturn is resulting in addiction
service reductions across the country.

While the Recovery Act was helpful to us, particularly the Med-
icaid policy changes, we are turning to this Committee for addi-
tional Federal support, and, specifically, we have three priorities.

First, a $35,000,000 increase for the Integrated Mental Health
Primary Care Program. As you well know, these funds help us to
save lives. Furthermore, the funding increment we are asking for
is consistent with the second year of funding for the Children’s
Menta& Health Services Program, another vital program that you
started.

Second, a $100,000,000 increase for the SAMHSA Community
Mental Health Services Block Grant. I should note that the block
grant has not had an increase in a decade and has lost 50 percent
of its purchasing power. The additional funds would flow directly
to community mental health providers and States hit with budget
deficits and high unemployment.

Third, a $150,000,000 increase to the Substance Abuse Preven-
tion and Treatment Block Grant. This increase will go a long way
to ensuring that our Nation’s addiction treatment system can re-
spond to increasing demand.

We know that you are confronted with difficult choices in the
2010 appropriations cycle, but, Mr. Chairman and members, we
can assure you these new dollars would be wisely spent, helping
those in need and providing central primary care services to per-
sons with serious mental illness.

We thank you for the opportunity to testify.

[The information follows:]
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Good morning, Chairman Obey and members of the subcommittee. My name is
Linda Rosenberg, and I am the President & CEO of the National Council for
Community Behavioral Healthcare. The National Council represents 1,600
Community Mental Health Centers and other safety net community-based
agencies. Collectively, they serve over 6 million low-income children and adults
with mental health and addiction disorders nationwide.

High mortality rate among public mental health clients

Mr. Chairman, Our nation’s mental health and addiction treatment systems have
been underfinanced for years. This situation is currently being exacerbated by
reductions in state and local funding, at the same time that more Americans are
losing their health insurance, alcohol sales are at an al! time high, and more and
more people are in need of treatment.

The public mental health system now confronts twin crises. First and foremost,
the mortality rates among persons with serious mental illnesses in the United
States can only be characterized as shocking. According to a December 2006
study of eight state mental health agencies conducted by the Substance Abuse and
Mental Health Services Administration (SAMHSA), persons with illnesses like
schizophrenia and bipolar disorder die — on average — 23 years sooner than other
Americans.! As best as we can determine, this constitutes the highest death rate
among ANY population served by ANY agency of the U.S. Public Health Service
that receive funding from this subcommittee.

These horrific mortality rates are primarily caused by co-occurring chronic
diseases. Specifically, the people we serve in the public mental health system
have an extraordinarily high incidence of asthma, diabetes, cancer, heart disease
and cardio-pulmonary conditions of every shape and kind. Lack of access to
primary care and specialty medicine is a critical factor in explaining these terrible
clinical outcomes.

There is strong evidence of the positive health impact of access to high quality,
integrated care for individuals with serious mental illnesses. A randomized trial
conducted by Druss? in the VA system assigned individuals living with serious
mental illnesses to receive primary care either through an integrated care initiative
located in mental health clinics or to the VA general medicine clinic. A
multidisciplinary team worked in the integrated care clinic where a nurse
practitioner provided most of the medical care, a nurse care manager provided

Healthy Minds. Strong Communities.
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patient education, liaison with behavioral health care providers, and case
management services, and a family practitioner supervised the nurse practitioner
and served as laison to psychiatry and physicians in other medical services.

The model emphasized patient education, preventive services and collaboration
with behavioral health providers. Individuals served in the integrated model were
significantly more likely to have made a primary care visit, had a greater mean
number of primary care visits, were more likely to have received 15 of 17
preventive measures, and had a significantly greater improvement in their health.

That is why, Chairman Obey, we owe a great debt to you. In the ommnibus
appropriations legislation that was just passed Congress last week, you fought for
the inclusion of $7 million in new SAMHSA funding to co-locate primary care
capacity in Community Mental Health Centers. For the first time since the
community-based mental health movement was created by President John
Kennedy almost 50 years ago, CMHCs can develop the capacity to address a
consumet’s overall health. This integrated care model will enable us to do the
little things.....like taking a patient’s blood pressure, and the big things.,...like
arranging a cardiologist to see a consumer with schizophrenia who has heart
disease.

Again, we appreciate your willingness both to listen —- and take action — on behalf
of people who cannot advocate for themselves.

State budget cuts undermine mental health care

A parallel crisis we confront is the economic downturn, which is placing
enormous pressure on state and local budgets. A recent study compiled by the
National Association of State Mental Health Program Directors Research
Institute, Inc. (NRI) found that most states” mental health agencies are
experiencing budget cuts in the current and next fiscal years. Thirty-two of the 42
responding State Mental Health Agencies reported that their states are
experiencing budget shortfalls in both the current fiscal year (FY2009) and next
fiscal year (FY2010). Thirteen of the 42 states are already expecting budget
shortfalls in FY2011.

In response to these budget shortfalls, states are reducing services, including
funding for individuals who are uninsured. They are also closing programs,
reducing, or freezing provider reimbursement rates, and generally reducing access
to critical treatment and support services.

Healthy Minds. Strong Communities.
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For example, the State of Illinois is closing five of Chicago’s 12 Community
Mental Health Centers (CMHCs) — fully 40 percent of city’s outpatient
psychiatric capacity. In Jowa, the counties are running out of money and the state
just announced a 6.5 percent across-the-board cut in services for low-income
people with mental illnesses and developmental disabilities.

I should note here that thiese consumers do not magically disappear from our
caseloads once public funding is cut. Withdrawing community-based supports for
some of the most vulnerable people in American society typically resultsin a
number of different outcomes — all of them awful: incarceration, homelessness,
psychiatric emergency room visits, or placements in high cost state mental
hospitals and nursing facilities.

At the very same time that our public funding is being reduced, CMHCs are
reporting a surge of newly unemployed persons seeking mental health services.
The National Council just completed a survey indicating a stunning 15 percent to
17 percent increase in initial psychiatric intakes. In fact, National Council
members in Colorado served a record number of individuals and families in 2008
— over 90,000 men, women and children statewide. Substance abuse, anxiety,
depression and the stress related to the economic downturn are contributing to
requests for help. Emergency services for people who do not have healthcare
benefits are also responsible for much of the increase in demand. Community
providers also see a large number of National Guard members and reservists —
particularly those located in rural areas - who have returned from Irag and
Afghanistan with PTSD, Traumatic Brain Injury, major clinical depression and
anxiety. In short, my members are caught in a policy vise with declining state
support on the one hand, and steadily increasing patient caseloads on the other.

Substance Abuse Continues fo Ravage Our Communities
According to the National Institute on Drug Abuse, addiction is defined as a

chronic, relapsing brain disease that is characterized by compulsive drug seeking
and use, despite harmful consequences. It is estimated that substance abuse
represented 1 percent of the expenditures for all healthcare in 2003. As private
insurance has come to play a smaller role in financing treatment for substance use
disorders -~ by 2003, less than 0.5 percent of private insurance spending was
allocated to it — the share of public financing has increased -- by 2003, 77 percent
of treatment for substance use disorders was publicly financed.

We cannot afford to continue to ignore the ravages of addiction. Untreated

alcohol and drug addiction drains the U.S. economy of at least $346 billion per
year. Alcoholism alone is responsible for 500 million lost work days each year.

Healthy Minds. Strong Communities.
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Addiction affects one in ten Americans and one in four children. In 2007, of the
23.2 million Americans with alcohol or drug problems in 2007, only 2.4
million—roughly one in ten—received treatment at a specialty treatment facility,
leaving 20.8 million untreated.

We know that prevention and early intervention strategies are critical but we fail
to invest adequate resources into their development and implementation.
Addiction typically begins in adolescence; research shows that the earlier a person
begins to use drugs the more likely they are to progress to more serious abuse and
addiction. And we know that treatment works. Over two thirds of the people with
addiction do achieve recovery and treatment increases the likelihood of
transitioning from use to recovery. Unfortunately, the current treatment system is
insufficient and needs significant investment.

State and local governments fund half of the substance abuse treatment provided
in this country — and the current economic downturn is resulting in reductions in
substance abuse prevention and treatment spending across the nation. For
example, of 41 states and territories responding to an inquiry by the National
Association of State Alcohol/Drug Abuse Directors (NASADAD), 51.2 percent
have seen a reduction in services in the past year. In states such as New York,
state agencies are being forced to choose between life-saving services. With state
budget cuts, the New York State Office of Alcoholism and Drug Abuse Services
is being "forced to choose between the AIDS programs and its core substance
abuse services”.* As another example, Utah state legislators are calling for a 15
percent cut across all state agencies; resulting in about $45 million in cuts to the
Utah Department of Human Services — of which about $30 million in cuts would
be directed towards substance abuse and mental health programs in the state.’

One additional program that SAMHSA supports to improve the efficiency of the
publicly-funded addiction treatment system that the National Council urges
increased im 1t in is the Strengthening Treatment Access and Retention
(STAR-SI). Through a partnership with the NIATx Resource Center at the
University of Wisconsin-Madison, STAR-SI has demonstrated that process
improvements can help systems reduce waste and increase efficiencies. Using
NIATx principles, STAR-SI grantees are making changes that streamline
processes, eliminate duplication of effort, and reduce costs across an entire payer-
provider system. With regards to admissions alone, the benefit-cost-ratio for
STAR-SHis 2.2, in present dollars, over the course of the grant. One STAR-SI
provider stated that “{STAR-SI] is one of the best programs I've seen after several
years of being in the field. I hope it continues to grow and do well.”

Healthy Minds. Strong Communiities.
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Therefore, while the Recovery Act is very helpful to us — particularly the
Medicaid policy changes -- we are turning to this subcommittee for additional
federal support. Specifically, we have two priorities:

o A $35 million increase for the integrated mental health/primary care program.
As you well know, these funds help us to save lives. Furthermore, the funding
increment we are seeking is consistent with the second year of funding for the
Children’s Mental Health Services Program, another initiative you started in FY
1996.

¢ A $100 million increase for the SAMHSA’s Community Mental Health
Services Block. I should note that the block grant has not received an
appropriations increase in almost a decade, and has lost more than 50% of its
purchasing capacity over the same time period. These additional funds would
flow directly to CMHCs in states hit hard with budget deficits and high
unemployment.

o A $150 million increase to the Substance Abuse Prevention and Treatment
Block Grant. This increase will go a long way in ensuring that our nation’s
prevention and treatment system can respond to the increasing demand.

We know that you are confronted with difficult choices in the FY 2010
appropriations cycle. But, Mr. Chairman, we can assure you that these new doilars
would be employed to assist persons in psychiatric crisis and provide primary care
to people in desperate need.

Thanks for the opportunity to testify today, and I am happy to answer any
questions you may have.

! Mauer, B. Morbidity and Mortality in People with Serious Mental Hiness. National Association of State
Mental Health Program Directors Medical Directors Council. October 2006,

2 Druss, B et al. Integrated medical care for patients with serious psychiatric illness. Archives of General
Psychiatry, Vol 58, September 2001.

3 Roberts, K. & Lutterman, T. SMHA budget shortfalls: FY 2009, 2010, & 2011, National Association of
State Mental Health Program Directors Research Institute, Inc. December 2008.

4 Trapasso, C. Program to help addictions in danger. New York Daity News. February 24, 2009. Available via:
hitp:/iww: dail com/ny_local/queens/2009/02/24/2009-02-24 program_to_help_addicts in_danger html

® Stryker, A. State budget cuts could cripple county substance abuse efforts. Daily Herald. January 14, 2009. Available
via: htip//www, ntent/view/293821/17/
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Mr. OBEY. Thank you. Just two comments, I guess.

With respect to your comments about State budgets squeezing
mental health services, what I find frustrating is that whenever we
have tough times, well, especially when we have tough times, we
usually see a squeeze on those services. People seem to think that
both of those aren’t real problems, and, as you know, they are.

Secondly, I am pleased that we were able to provide the $7 mil-
lion last year.

What we are trying to do is to see that the patients are handled
in an integrated manner, and I think that is fully consistent with
what the Administration is talking about with respect to creating
incentives in their health reform legislation that will see to it that
the treatment of patients, while they are being treated, is on an in-
tegrated basis and, that there is still an after-the-event coordina-
tion as well.

Ms. ROSENBERG. We thank you so very much, all of you.

Mr. OBEY. Next, Dr. Paul Kirwin, American Association for Geri-
atric Psychiatry.

WEDNESDAY, MARCH 18, 2009.

AMERICAN ASSOCIATION FOR GERIATRIC PSYCHIATRY

WITNESS
DR. PAUL D. KIRWIN, M.D.

Dr. KiRwIN. Thank you, Mr. Chairman and members of the Sub-
committee, and thank you for the privilege of being here to be able
to talk about the mental health needs of the elderly.

I am a practicing geriatric psychiatrist and on the Board of Di-
rectors of the American Association for Geriatric Psychiatry. I also
serve as the program director for a geriatric psychiatry fellowship
at Yale University School of Medicine.

As medical school faculty, I often ask my own students if they
have a grandparent that is still alive, so that our teaching points
can be relevant and real and personal.

As I look at the members of this Committee and the staff behind
you, I wonder how many of you have an aging grandparent or par-
ent that might need assistance one day.

Mr. OBEY. I am an aging grandparent. [Laughter.]

Dr. KiRwIN. You don’t look it.

I saw patients in my clinic yesterday, one man, a decorated Ko-
rean War veteran, frozen with Parkinson’s disease, now in social
isolation in a nursing home, struggling with depression. I also saw
another gentleman with a new onset diagnosis of prostate cancer,
who also was struggling with depression. And, an 80-year-old
woman who was searching to remember the names of her own chil-
dren and memories that kept her life cohesive and intact, now rav-
ished with progressive dementia.

These could be our loved ones, and maybe you have people in
your family with similar ailments—a favorite raucous uncle who
used to take you skiing with your cousins, a grandmother who
brought you to her home for Sunday dinner, a mother who laughed
and cried with joy as you stepped off a graduation podium.
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These people are with us now in our lives. This is not an abstract
concept.

As you know, the Baby Boom generation is nearing retirement.
Shortly, there will be approximately 40 million people in the
United States over the age of 65. Many estimates predict that at
least 20 percent of those people will suffer with some form of men-
tal illness in the sunset of their lives.

The economic, emotional and family costs of dealing with late life
mental illness are staggering, as you know. Efforts to prevent and
treat these disorders are critical to our Nation’s health.

The AAGP believes that three key issues need to be addressed.

First, workforce issues. As a training director, I know how dire
it is to recruit people into our field to treat people with late life
mental illness. Last spring, the Institute of Medicine released a
study of the Nation’s health care workforce to meet the needs of
an aging population which called for immediate investments in pre-
paring our health care system to care for older Americans and their
families.

While providing vital information on many issues regarding the
health care of older adults, the 2008 report didn’t delve deeply into
the mental health care needs. The AAGP believes that a com-
plementary study must be undertaken to consider vital areas of
concern. We have the support of the IOM for an additional study
and have been advised by IOM staff that the study would cost
about $1,000,000.

Second, the lack of funding for mental health research focused on
older adults. Funding for increases in the NIH and NIMH budget
are critical and to have those funds focused on not just the broader
mental health needs but those specifically of older Americans.

And, lastly, the need for adequate funding for mental health out-
reach and treatment programs for the elderly under the Center for
Mental Health Services.

I appreciate the Committee’s patience and having us present be-
fore you. Thank you.

[The information follows:]
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Summary:

AAGP testimony focuses on fiscal year 2010 appropriations for mental health research
and services at the Department of Health and Human Services and addresses the
impending public health crisis caused by an unprecedented increase in the burden of
mental disorders among older adulls, especially the baby boom generation. The
recommendations include:

o An Instirute of Medicine (IOM) study to examine the access and workforce
barriers unique (o geriatric mental health care services. IOM is supportive of
such a study and has indicated that the approximate cost would be $1 million;

s The need for increased funding for Geriatric Health Professions Education
Programs under Title VII of the Public Health Service Act to increase the number
of geriatric specialist health care providers;

o Anincrease in funding for aging grants in the National Institute of Mental Health,
National Institutes of Health;

o A4 GAO study on spending by NIH on conditions and illnesses related to the
mental health of older adults. 4 GAO study of the work being done by the 16 NIH
institutes in arcas that predominately involve older adults could provide crucial
insights into possible new areas of cooperative research, which in turn will lead
to advances in prevention and treatment for these devastating illnesses: and

o Increased funding (1o $20 million) for the Mental Health Outreach and Treatment
Jor the Elderly Program under the Center for Mental Health Services, Substance
Abuse and Health Services Administration.
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Testimony of the American Association for Geriatric Psychiatry on March 18, 2009
Before the Appropriations Subcommittee on Labor, Health and Human Services, and
Education

The American Association for Geriatric Psychiatry (AAGP) appreciates this opportunity to
testify before the Appropriations Subcommittee on Labor, Health and Human Services,
Education, and Related Agencies on issues related to fiscal yvear (FY) 2010 appropriations for
mental health research and services. AAGP is a professional membership organization dedicated
to promoting the mental health and well being of older Americans and improving the care of
those with late-life mental disorders. AAGP’s membership consists of approximately 2,000
geriatric psychiatrists as well as other health professionals who focus on the mental health
problems faced by aging adults.

AAGP appreciates the work this Subcommuttee has done in recent years in support of funding for
research and services in the area of mental health and aging through the National Institutes of
Health and the Substance Abuse and Mental Health Services Administration. Although we
generally agree with others in the mental health community about the importance of sustained
and adequate Federal funding for mental health research and treatment, AAGP brings a unique
perspective to these issues because of the elderly patient population served by our members.

A National Health Crisis: Demographic Projections and the Mental Disorders of Aging

With the baby boom generation nearing retirement, the number of older Americans with mental
disorders is certain to increase in the future. By the year 2010, there will be approximately 40
million people in the United States over the age of 65. Over 20 percent of those people will
experience mental health problems. The number of ethnic and minority elders in the population
is increasing as well, with the number of African American elders doubling and a tripling of the
number of Latinos.

The cost of treating mental disorders can be staggering. It is estimated that total costs associated
with the care of patients with Alzheimer’s disease 1s over $100 billion per year in the United
States. Psychiatric symptoms (including depression. agitation, and psychotic symptoms) affect
30 to 40 percent of people with Alzheimer’s and are associated with increased hospitalization,
nursing home placement, and crippling family burden. These psychiatric symptoms, associated
with Alzheimer’s disease, can increase the cost of treating these patients by more than 20
percent. However, these costs pale when compared to the costs of not treating mental disorders
including lost work time, co-morbid illness, and increased nursing home utilization. It is also
mmportant to note the added burden, financial and emotional, on family caregivers, as the nation’s
informal caregiving system is already under tremendous strain and will require more support in
the years to come.

Depression 1s another example of a common diagnosis among older persons, Of the
approximately 32 million Americans who have attained age 65, about five million suffer from
depression, resulting in increased disability, general health care utilization, and risk of suicide.
Depression is associated with poorer health outcomes and higher health care costs. Those with
depression are more likely to be hospitalized and experience almost twice the number of medical
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visits than those without depression. Finally. the cost and number of prescriptions for this group
were more than twice than those without depression.

Older adults also have the highest rate of suicide compared to any other age group. The suicide
rate for those 85 and older is twice the national average. More than half of older persons who
commit suicide visited their primary care physician in the prior month.

Preparing a Workforce to meet the Mental Health Needs of the Aging Population

In 2008, the Institute of Medicine (IOM) released a study of the readiness of the nation’s
healthcare workforce to meet the needs of its aging population. The Re-tooling for an Aging
America: Building the Health Care Workforce called for immediate investments in preparing our
health care system to care for older Americans and their families. Virtually all healthcare
providers need to be fully prepared to manage the common medical and mental health problems
of old age. In addition, the number of geriatric health specialists, including mental health
providers, needs to be increased both to provide care for those older adults with the most
complex issues and to train the rest of the workforce in the common medical and mental health
problems of old age. The small numbers of specialists in geriatric mental health, combined with
increases 1n life expectancy and the growing population of the nation’s elderly, foretells a crisis
in health care that will impact older adults and their families nationwide. Unless changes are
made now, older Americans will face long waits, decreased choice, and suboptimal care. AAGP
is part of the new Eldercare Workforce Alliance, a national organization of 25 organizations
representing consumers, family caregivers, the direct-care workforce, and health care
professionals, that has been formed to proposed practical solutions to strengthen our eldercare
workforce and improve the quality of care.

In order to implement the IOM report, AAGP believes that there are several critical issues that
this Committee should address:

TOM Study on Geriatric Mental Health Work{orce

AAGP believes that the broad scope of the 2008 IOM study, while meeting a crucial need for
formation on the many issues regarding the health workforce for older adults, precluded the -
depth consideration of the workforce needed for treating mental iliness. The study should be
followed by a complementary study focused on the specific challenges in the genatric mental
health field. This study should follow up the general IOM study in two specific ways: it shoutd
examine the access and workforce barriers unique to geriatric mental healthcare services; and, in
discussing possible alternative models of geriatric service delivery (such as medical homes,
PACE programs, collaborative care models like those demonstrated in the IMPACT and
PROSPECT studies), it should articulate the importance of integrating geriatric mental health
services as intrinsic components. “The Retooling the Health Care Workforce for an Aging
America Act,” S. 245/H.R. 46, contains a provision mandating this additional study.

In discussions with AAGP, the senior staff of IOM suggested the following language for
inclusion in the Labor/HHS Appropriations bill:

The Committee provides 81,000,000 for a study by the Institute of Medicine of the National
Academy of Sciences to determine the mulii-disciplinary mental health workforce needed to
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serve older adults. The initiation of this study should be not later than 60 days after the date of
enactment of this Act, whereby the Secretary of Health and Human Services shall enter into ¢
contract with the Institute of Medicine io conduct a thorough analysis of the forces that shape the
mental health care workforce for older adults, including education, training, modes of practice,
and reimbursement.

Title VII Geriatric Health Professions Education Programs

The Bureau of Health Professions in the HHS Health Resources and Services Administration
(HRSA) administers programs aimed to help to assure adequate numbers of health care
practitioners for the nation’s geriatric population, especially in underserved areas.

The geriatric health professions program supports three important initiatives. The Geriatric
Education Center (GEC) Program, within defined geographic areas, provides interdisciplinary
training for health care professionals in assessment, chronic disease syndromes, care planning,
emergency preparedness, and cultural competence unique 1o older Americans.

The Geriatric Traimng for Physicians, Dentists, and Behavioral and Mental Health Professionals
(GTPD Program) provides fellows with exposure to older adult patients in various levels of
wellness and functioning and from a range of socioeconomic and racial/ethnic backgrounds.

The Geriatric Academic Career Awards (GACA) support the academic career development of
geriatricians in junior faculty positions who arc committed to teaching geriatrics in medical
schools across the country. GACA recipients are required to provide training in clinical
geriatrics, including the training of interdisciplinary teams of health care professionals. AAGP
supports increased funding for these programs as a means to increase geriatric specialist health
care providers. Specifically AAGP supports:

» Expanding GECs to include at least one center in each of the 50 states and more than one in
states that cover large geographic areas or have large populations;

o Expanding GEC grants to offer mini-fellowships in geriatrics to faculty members of
medical schools and other health professions schools, including psychelogy, pharmacy,
nursing, social work, dentistry, and public health;

e Enhancing GACA awards to support and retain clinician educators from a variety of
disciplines as they advance in their careers; and

« Providing full funding for the National Center for Workforce Analysis to analyze current
and projected needs for health care professionals and paraprofessionals in the long-term
care sector.

National Institutes of Health (NIH) and National Institute of Mental Health (NIMH)

With the graying of the population, mental disorders of aging represent a growing crisis that wil
require a greater investment in research to understand age-related brain disorders and to develop
new approaches to prevention and treatment. AAGP would like to call to the Subcommittee’s
attention the fact that, even in the years in which funding was increased for NIH and the NIMH,
these increases did not always translate into comparable increases in funding that specifically
address problems of older adults. For instance, according to figures provided by NIMH, NIMH
total aging research amounts decreased from $106,090,000 in 2002 to $85,164,000 in 2006
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(dolars in thousands: $106,090 in 2002, $100,055 in 2003, $97,418 in 2004, $91,686 in 2005,
$85,164 in 2006).

The critical disparity between federally funded research on mental health and aging and the
projected mental health needs of older adults is continuing. 1f the mental health research budget
for older adults is not substantially increased immediately, progress to reduce mental illness
among the growing elderly population will be severely compromised. While many different
types of mental and behavioral disorders occur in late hife, they are not an inevitable part of the
aging process, and continued and expanded research holds the promise of improving the mental
health and quality of life for older Americans. This trend must be immediately reversed to
ensure that our next generation of elders is able to access effective treatment for mental illness.
Federal funding of research must be broad-based and should include basic, translational,
clinical, and health services research on mental disorders in late life.

As the NIMH utilizes the new funding from “The American Recovery and Reinvestment Act of
2009,” it is necessary that a portion of those funds be used to invest in the future evidence-
based treatments for our nation’s elders. Beginning in FY 2010, annual increases of funds
targeted for geriatric mental health research at NIH should be used to: (1) identify the causes of
age-related brain and mental disorders to prevent mental disorders before they devastate lives;
(2) speed the search for effective treatments and efficient methods of treatment delivery; and (3)
improve the quality of life for older adults with mental disorders. Improving the treatment of
late-life mental health problems will benefit not only the elderly, but also their children, whose
lives are often profoundly affected. Caregiving itself 1s an enormous drain on the financial
security and health of family members, many of whom become depressed or experience
exacerbations of their own medical problems and disabilities.

Participation of Older Adults in Clinical Trials

Federal approval for most new drugs is based on research demonstrating safety and efficacy in
young and middle-aged adults. These studies typically exclude people who are old, who have
more than one health problem, or who take multiple medications. As the population ages, that is
the very profile of many people who seek treatment. Thus, there 1s little available scientific
information on the safety of drugs approved by the Food and Drug Administration (FDA) in
substantial numbers of older adults who are hikely to take those drugs. Pivotal regulatory trials
never address the special efficacy and safety concerns that anse specifically in the care of the
nation’s mentally ill elderly. This is a critical public health obligation of the nation’s health
agencies. Just as the FDA has begun to require inclusion of children in appropriate studies, the
agency should work closely with the geriatric research community, health care consumers,
pharmaceutical manufacturers, and other stakeholders to develop innovative, fair mechanisms to
encourage the inclusion of older adults in chnical trials. Clinical research must also include
elders from diverse cthnic and cultural groups. In addition, AAGP urges that Federal funds be
made available each year for support of clinical trials involving older aduits.

As little emphasis has been placed on the development of new treatments for geriatric mental
disorders, AAGP would encourage the NIH to promote the development of new medications
specifically targeted at brain-based mental disorders of the elderly. AAGP urges this Committee
to request a GAQ study on spending by NIH on conditions and illnesses related to the mental
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health of older individuals. The NTH has already undertaken, in its Blueprint for Neuroscience
Research, an endeavor to enhance cooperative activities among NIH Institutes and Centers that
support research on the nervous system. A GAO study of the work being done by these 16
Institutes in areas that predominately involve older adults could provide crucial insights into
possible new areas of cooperative research, which in turn will lead to advances in prevention and
treatment for these devastating illnesses.

Development of New Investigators

Investments in the development of new investigators who initiated peer-reviewed research
ensure that federal taxpayers’ dollars support the growth and progress of basic and clinical
neuroscience. Without the entry of new investigators, the progress of our scientific enterprise is
threatened. Federal support of programs that provide incentives for young scientists to pursue
careers has significantly eroded in the past decade, to the point where medical and graduate
students are actively discouraged from pursuing academic research careers. To recruit and
maintain a highly talented scientific investigator workforce, the Federal government must take
the lead in providing incentives and support.

Center for Mental Health Services

It is critical that there be adequate funding for the mental health mitiatives under the jurisdiction
of the Center for Mental Health Services (CMHS) within the Substance Abuse and Mental
Health Services Administration (SAMHSA). While research is of critical importance to a better
future, the patients of today must also receive appropriate treatment for their mental health
problems. AAGP was pleased that the final SAMHSA budgets for the last eight years have
mcluded $5 million for evidence-based mental health outreach and treatment to the elderly.
AAGP worked with members of this Subcommittee and its Senate counterpart on this initiative,
and urges an increase in funding from $5 million to $20 million for this essential program to
disseminate and implement evidence-based practices in routine clinical settings across the states.
Of that $20 million appropriation, AAGP believes that $10 million should be allocated to a
National Evidence-Based Practices Program, which will disseminate and implement evidence-
based mental heaith practices for older persons in usual care settings in the community. This
program will provide the foundation for a longer-term national effort that will have a direct
effect on the well-being and mental health of older Americans.

Conclusion
AAGP recommends:

» An IOM study on the geriatric mental health workforce to examine the access and
workforce barriers unique to geriatric mental healthcare services and, to articulate the
importance of integrating geriatric mental bealth services as intrinsic components;

¢ Increased funding for the geriatric health professions education programs under Title Vil
of the Public Health Service Act;

s+ A GAO study on spending by NIH on conditions and iilnesses related to the mental
health of older individuals.

* Increased funding for evidence-based geriatric mental health outreach and treatment
programs at CMHS.
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Mr. OBEY. Thank you very much. We appreciate your testimony.
The next party on the list I am told is not here, and so we will
move to Christine Lubinski, Infectious Diseases Society of America.

WEDNESDAY, MARCH 18, 2009.

INFECTIOUS DISEASES SOCIETY OF AMERICA
WITNESS
CHRISTINE LUBINSKI

Ms. LuBINSKI. Good afternoon.

IDSA is pleased to testify about the urgent need to increase
funding for HHS programs that address two deadly global
pandemics: HIV/AIDS and tuberculosis.

IDSA and its sister organization, the HIV Medicine Association,
represent more than 8,000 infectious disease and HIV physicians
and scientists.

In 2008, IDSA and HIVMA launched the ID Center on Global
Health Policy and Advocacy to address global HIV, TB and HIV/
TB co-infection.

U.S. leadership has been a catalyzing force in saving millions of
lives from HIV, but only about one-third of persons in developing
countries who are clinically eligible for treatment are receiving it,
and prevention strategies to reduce the more than 7,000 new HIV
infections that occur daily are urgently needed.

CDC’s Global AIDS Program helps poor countries prevent HIV
infection, improve treatment care and support for people living
with HIV and build health care capacity. An fiscal year 2010 fund-
ing level for CDC GAP of $225,000,000 is essential to fulfill its mis-
sion as the lead agency on global HIV prevention and public health
systems strengthening.

TB is the second leading global infectious disease killer, claiming
more than 1.7 million lives every year.

Highly drug-resistant forms of TB have emerged. Drug-resistant
TB is a direct result of human failure—failure to adequately treat
TB and develop the tools necessary to address this ancient and
deadly scourge. The increase in multi-drug resistant TB and the
emergence of extremely drug-resistant TB raise concerns about the
potential for an untreatable XDR TB epidemic.

The global spread of drug-resistant TB presents a persistent pub-
lic health threat to the U.S. TB is an airborne infection. Drug-re-
sistant TB anywhere in the world translates into drug-resistant TB
everywhere.

Last year, Congress passed the Comprehensive TB Elimination
Act of 2008 to enhance our capacity to address drug-resistant TB
and escalate development of new tools, drugs, diagnostics and vac-
cines. Promises made in this law can’t be fulfilled without funding.
The $210,000,000 funding level authorized in the law should be ap-
propriated for the CDC Division of TB Elimination.

IDSA is extremely pleased that the stimulus bill contained an in-
fusion of desperately needed dollars for NIH. This long overdue in-
crease must be maintained and enhanced in this year’s bill.
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The success of HIV research is a testament to the value of re-
search investment. A comprehensive research portfolio was respon-
sible for the rapid and dramatic gains in HIV knowledge that led
to an 80 percent reduction in AIDS mortality in the U.S. and in
developing countries. Continued investment is essential to develop
more effective prevention strategies and better treatment to aid
prevention.

NIH funding for TB totaled $160,000,000 in fiscal year 2008, a
modest level for an infectious disease that kills millions through a
pathogen that is showing increased resistance to available drugs.
We must have resources for trials on new TB drugs, to test
diagnostics, to evaluate vaccine candidates.

Research activities focused on HIV/TB co-infection must con-
tinue. TB is the leading cause of death among persons with AIDS,
and it is more difficult to treat in people with HIV. Living with
HIV and dying from TB has become an all too familiar mantra.

A doubling of funding for TB research is a reasonable response
to the world disease burden and the scientific opportunities.

Finally, we support funding for the Global Fund to Fight AIDS,
TB and Malaria. It provides a quarter of all international financing
for AIDS globally, two-thirds for tuberculosis and three-quarters for
malaria. The Global Fund has helped save 3.5 million lives in 140
countries.

Thank you very much.

[The information follows:]



231

House Committee on Appropriations
Subcommittee on Labor, Health and Human Services,
Education & Related Agencies Appropriations
Public Witness Hearing
March 18, 2009
2:00 pm

Christine Lubinski
Vice-President for Global Health
Infectious Diseases Society of America
Testimony Concerning FY 2010 Funding at the Department of Health
and Human Services on Programs Related to Tuberculosis and
Global HIV/AIDS at the Centers for Disease Control and Prevention,
and the National Institutes of Health



232

The Infectious Diseases Society of America’s (IDSA) is pleased to submit testimony
about the urgent need to increase funding for the Department of Health and Human
Services' programs that address two deadly giobal pandemics-- HIV/AIDS and
tuberculosis.

IDSA represents more than 8,000 infectious diseases and HIV physicians and scientists
devoted to patient care, education, research, prevention and public health. Nested
within the IDSA is the HIV Medicine Association (HIVMA), representing more than 3500
physicians, scientists, nurse practitioners and other health professionais working in HIV
medicine. In 2008, IDSA and HIVMA launched the Infectious Diseases Center on Global
Health Policy and Advocacy to address global HIV/AIDS, tuberculosis, and HIV/TB co-
infection. Under the leadership of a scientific advisory committee of world-renowned
scientific experts in these areas, IDSA works to educate policymakers, U.S. government
program implementers and the media about evidence-based policies and programs and
the value of U.S. leadership in combating these deadly and synergistic epidemics.

Global HIV/AIDS Pandemic

There are 33 million people living with HIV/AIDS in the world, with 22 million of them or
67 percent living in sub-Saharan Africa. AIDS kills 2 million people annually. U.S.
leadership has been the catalyzing force for preventing millions of infections, ensuring
access to lifesaving HIV treatment for 3 million persons in developing countries, and
providing care and support to millions of additional people, including orphans and
vulnerable children. Despite tremendous progress, only about one-third of persons in
developing countries who are clinically eligible for antiretroviral therapy are receiving it,
and an ongoing and robust prevention campaign is essential to reduce the more than
7,000 new HIV infections that still occur on a daily basis.

NIH-funded HIV research at the NIH research led to the development of lifesaving
antiretroviral therapy, identified the efficacy of antiretroviral therapy during pregnancy to
prevent mother-to-child transmission, demonstrated the HIV prevention benefits of male
circumcision, and is paving the road fo the availability of an effective microbicide. The
Centers for Disease Control and Prevention (CDC) have been a critical implementing
partner in the US response to the global HIV epidemic, working with health ministries in
developing countries to launch HIV prevention and treatment programs, conducting
public health evaluation research, and supporting heavily impacted countries in their
efforts to monitor and to employ evidence based strategies in response to their
particular epidemics.

Tuberculosis

Tuberculosis is the second leading global infectious disease killer, claiming more than
1.7 million lives annually. Worldwide, one-third of the world's population is infected with
TB and nearly 9 million people develop active TB disease each year. In recent years,
highly drug-resistant forms of TB have emerged. Drug-resistant tuberculosis is a direct
result of human failure-- failure to adequately detect and treat TB and to develop the
necessary tools to effectively address this ancient and deadly scourge.
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In 2006, the CDC and the World Health Organization reported the findings from a
survey of TB reference laboratories around the world indicating that 20 percent of M.
tuberculosis isolates were multi-drug resistant (MDR)—that is, TB strains resistant to
the two most potent drugs in the 4-drug TB regimen. Four percent of these MDR-TB
strains were resistant to multiple second-line drugs and were deemed extensively drug-
resistant TB or XDR-TB. Mortality from XDR-TB can be as high as 85 percent, and
close to 100 percent in individuals co-infected with HIV/AIDS. The increase in MDR-TB
and the advent of XDR-TB have triggered grave alarm in the scientific community about
the potential for an untreatable XDR-TB epidemic.

The global pandemic and alarming spread of drug-resistant TB present a persistent
public heaith threat to the United States. Tuberculosis is an airborne infection.
Drug-resistant TB anywhere in the world easily translates into drug-resistant TB
everywhere.

Deadly Synergy of HIV/ITB Co-infection

The costly MDR TB epidemic in the US in the early 1990s emerged against a
background of HIV infection in high HIV prevalence cities like New York City and Miami.
Today, HIV-TB co-infection is ravaging sub-Saharan Africa. TB is the leading cause of
death of persons with HIV worldwide. Tuberculosis facilitates HIV disease progression,
and persons with HIV have poorer TB treatment outcomes than their non-HiV-infected
counterparts. It is widely expected that the World Health Organization will release new
data on March 24"—World TB Day- showing much greater numbers of HIV/TB co-
infected persons and higher TB mortality among HiV-infected persons than had
previously been thought.

CDC- Tuberculosis

Last year, Congress passed landmark legislation—the Comprehensive Tuberculosis
Elimination Act of 2008—Public Law 110-873. This bili authorizes a number of actions
that will shore up state TB control programs, enhance US capacity to deal with the
serious threat of drug-resistant tuberculosis and escalate our efforts to develop urgently
needed new “tools” in the form of drugs, diagnostics and vaccines. Realizing these
goals will require additional resources; at a minimum, it is critical that the funding
authorized for FY 2010 in this important new law-- $210 million — be appropriated for the
CDC Division of TB Elimination. While this represents an increase over current funding,
the scientific community, including the National Coalition for the Elimination of
Tuberculosis, has estimated that $528 million will be needed annually to implement
strategies through the CDC that will advance the goal of TB elimination.

Funds are desperately needed to increase the clinical trial capacity of the Tuberculosis
Trials Consortium (TBTC) to evaluate promising new drugs for MDR TB and to support
clinical trials for vaccine candidates that hold the hope of eliminating the scourge of TB
from the face of the earth. Additional financial support is also needed for the
Tuberculosis Epidemiologic Studies Consortium (TBESC) -- critical partnerships
between TB control programs and academic institutions aimed at designing, conducting
and evaluating programmatically relevant research.
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Strengthening CDC’s Division of TB Elimination to conduct research and support state
TB control programs will protect our communities, and help ensure that another
devastating outbreak of drug-resistant tuberculosis that plagued several American cities
in the late 1980s does not recur. Ultimately, modest federal investments will prevent the
necessity to expend huge resources treating MDR-TB and XDR-TB, which can cost
$468,000 per case to treat.

CDC- Global AIDS Program {(GAP)

CDC's Global AIDS Program (GAP) helps resource-poor countries prevent HIV
infection; improve treatment, care, and support for people living with HIV; and build
health care capacity and infrastructure. To meet these objectives, CDC sends clinicians,
epidemiologists and other health professionals to help foreign governments and health
institutions with a range of prevention, care and support activities. Working closely with
health ministries in developing countries, CDC helps build sustainable public health
capacity in laboratory services and systems, including country capacity to design and
implement HIV surveillance systems and surveys.

The CDC GAP also plays an important role in helping governments monitor and
evaluate the impact of HIV prevention, care and treatment programs. CDC GAP also
works with the Office of the Global AIDS Coordinator as the lead on HIV prevention, and
also works to evaluate the impact of US HIV prevention, treatment and care and support
funding. For example, CDC GAP is currently conducting a public health evaluation
(PHE) to assess the impact of PEPFAR funding on developing country health systems
and access to other health care services. A funding level for CDC’'GAP program of at
least $218 miilion is essential.

National Institutes of Health

The National Institutes of Health is the world’s flagship biomedical research institution,
supporting basic science research, behavioral research, drug and diagnostic
development and research training. Unfortunately in recent years, NIH funding has
eroded, and stagnant funding has resulted in decreasing support for original research
and cuts in clinical trial networks. With only one in four approved research applications
receiving funding, the pipeline for critical discoveries is dwindling and young scientists
are being forced to turn their attention to different professional pursuits.

IDSA is extremely pleased that the recently enacted stimulus bill contained an infusion
of billions of desperately needed dollars for the NIH research enterprise. Congress
rightfully acknowledged the role of scientific research in stimulating the economy. Itis
vital, however, that the long overdue increases in funding enjoyed by the NiH in the
economic stimulus bill are maintained and enhanced in this year's funding bill—funding
that will uitimately translate into improvements in individual and public health, both
domestically and globally.
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HIV/IAIDS Research

The successes of the HIV research investment is a testament to the value of research
investment. A robust and comprehensive research portfolio was responsible for the
rapid and dramatic gains in our HIV knowledge base, gains that resuited in reductions
in mortality from AIDS of nearly 80 percent in the U.8. and in developing countries
where treatment has been made available. Remarkable discoveries helped us to
reduce mother-to-child HIV transmission to nearly 1 percent in the U.S. and this
intervention has prevented HIV infection in hundreds of thousands of children
worldwide. A continued robust HIV research effort is essential to accelerate our
progress in developing more effective prevention strategies, and supporting the basic
research necessary to continue our work developing a vaccine that may end the
deadliest pandemic in human history. Research to improve treatment strategies to aid
prevention and to maximize the benefits of antiretroviral therapy, especially in
underserved populations in the U.S. and in resource-limited settings is a high priority.

The National Institute on Allergies and Infectious Diseases (NIAID) is the principal
funding resource for basic and clinical HIV research, but critical HIV research is
conducted through a range of NIH Institutes under the leadership of the Office for AIDS
Research (OAR).

Tuberculosis Research

NIAID is also a critical player in tuberculosis research. In 2007, NIAID developed a
research strategy for drug resistant tuberculosis, but limited resources have slowed
implementation of this strategy. According to the NIH Research Portfolic Online
Reporting Tool, RePORT, NIH funding for tuberculosis research, including vaccine
research totaled $160 million in fiscal year 2008-—a modest level for an infectious
disease that kills millions through a pathogen that is showing increasing resistance to
available medications. In fact, funding for TB research has gone in the wrong direction
since NIH spent $211 million on TB research in FY 2007. A doubling of funding for TB
research would be a reasonable response to the world disease burden and the current
scientific opportunities.

We must increase our investment in TB research as highlighted in the enacted
Comprehensive TB Elimination Act of 2008. We must have the resources to conduct
clinical trials on new therapeutics for both drug-susceptible and drug-resistant TB, to
test new diagnostics in point-of-care settings, and to evaluate promising TB vaccine
candidates. We urgently need treatment regimens that are shorter in duration and less
toxic. Research related to pediatric tuberculosis, including drug development, must be
stepped up.

it is also imperative that research activities focused on HIV/TB co-infection continue with
enhanced funding. Tuberculosis is the leading cause of death among persons with
HIV/AIDS worldwide. TB is more difficult to diagnose in persons with HIV and a number
of important anti-TB drugs interact with HIV antivirals. Critical questions remain about
how best to sequence HIV and TB treatment in co-infected individuals—questions with
life and death ramifications for millions of individuals, especially those living in sub-
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Saharan Africa. Tuberculosis threatens to undermine the tremendous progress that has
been made in saving the lives of persons in developing countries through the provision
of antiretroviral therapy.

Global Fund to Fight AIDS, Tuberculosis and Malaria

Historically, one-third of US funding for the Globa! Fund has been appropriated through
the NIAID budget and IDSA strongly supports a significant US contribution to the Global
Fund. US support for the Global Fund to Fight AIDS, Tuberculosis and Malaria is a
crucial part of US global health diplomacy. The Global Fund is a country-led,
performance-based partnership that embraces transparency and accountability, and
fosters multilateral cooperation. The Global Fund provides a quarter of all international
financing for AIDS globally, two-thirds for tuberculosis, and three-quarters for malaria.
Through these efforts, the Global Fund has helped save 3.5 million lives in 140
countries

In Pakistan, for example, an American-based international aid group called Mercy Corps
has, using Global Fund resources, partnered with the private sector on a broad TB
public education campaign, training thousands of health workers, and strengthening lab
capacity to test for TB. This work has dramatically increased Pakistan’s ability to detect
TB cases, and now Pakistan is counting on the Fund’s strong, continued support to
ensure medication is available to people with TB. Continued progress on TB is
essential to development in Pakistan, since 80% of Pakistanis afflicted with tuberculosis
are in the most economically productive years of their lives, and the disease sends
many self-sustaining families into poverty.

The Global Fund projects an $8 billion need for new and continuing programs in 2010,
but only $3 billion in pledges are in place. The Labor, Health and Human Services
Budget, through NIH, has been a crucial source of funding for the US contribution to the
Fund, providing $300 million in FY 2009. The Global Fund has requested that the US
triple its total contribution for FY 2010. The pertion of the US contribution provided by
NIH should therefore be tripled to $900 million. The economic, strategic and moral case
for this contribution to the Global Fund is clear, and the US must do its part to help close
this funding gap.

The IDSA and the HIVMA have many funding priorities to champion in the Labor-HHS-
Education Appropriations bill including funds to address antimicrobial resistance, child
and adult immunizations, pandemic influenza, the Ryan White CARE Act, and domestic
HIV prevention. Thank you for the opportunity to highlight our funding priorities for
research and programs related to global HIV and TB in the Labor-HHS-Education
account.
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CHRISTINE LUBINSKI
Vice President of Global Health of
the Infectious Disease Center for Global Health Policy and Advocacy

Christine Lubinski is the Infectious Diseases Society of America’s Vice President for
Global Health and director of the IDSA/HIVMA's Infectious Diseases Center for Global
Health Policy and Advocacy. Under the leadership of a world-renowned group of
physician scientists, Ms. Lubinski and her staff focus on US policies and programs
related to the global AIDS pandemic, global tuberculosis, and HIV/TB co-infection.

Ms. Lubinski was the founding executive director of the HIV Medicine Association
(HIVMA) of the Infectious Diseases Society of America (IDSA), a professional
organization that represents more than 3600 HIV clinicians and scientists, a position she
held from 2001 until October 2008. Ms. Lubinski has more than 25 years of federal
policy analysis and advocacy experience in Washington, D.C. Her primary focus is
health policy.

Prior to joining IDSA in 1998, Christine Lubinski served as the deputy executive director
for programs at AIDS Action Council, a national AIDS advocacy group, for more than 5
years. -She was the lead policy spokesperson for AIDS Action and led federal advocacy,
community outreach, and media advocacy programs. Before joining AIDS Action, she
served from 1983-1993 as director for public policy at the National Council on Alcoholism
and Drug Dependence focusing mainly on health care access and discrimination facing
people living with a stigmatizing iliness. She served as a professional staff member to
the Senate Committee on Labor and Human Resources with a portfolio of public health
and social service programs. She has also served as a service provider, directing
programs for abused women and their children and homeless women.
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Mr. OBEY. Thank you very much. We appreciate your testimony.
Next, Helen Keller International, Robert Thomas, Jr.

WEDNESDAY, MARCH 18, 2009.

HELEN KELLER INTERNATIONAL

WITNESS
ROBERT M. THOMAS, JR.

Mr. OBEY. Who is that strange fellow with you?

Mr. THOMAS. I think it is someone you know, actually.

Mr. OBEY. Okay.

Mr. THOMAS. Thank you very much for this opportunity for
Helen Keller International and me to testify on behalf of HKI’s
ChildSight Program.

My name is Bob Thomas. I am a volunteer trustee of HKI. HKI
was co-founded in 1915 by the deaf and blind crusader, Helen Kel-
ler, as a lead nonprofit organization dedicated to preventing the
causes and consequences of blindness, poor vision and malnutri-
tion.

I am requesting that you recommend continued funding of
ChildSight through the U.S. Department of Education in fiscal year
2010.

ChildSight’s mission is to improve the vision and academic poten-
tial of school children living in urban and rural poverty. Uncor-
rected refractive error, what most of us know more commonly as
nearsightedness, farsightedness and astigmatism, two of which I
have, significantly affects a child’s academic performance and over-
all development.

ChildSight’s data, collected over 15 years, confirm that up to 1
in every 4 children between the ages of 10 and 15 fail standard vi-
sion screenings. There is a simple, very cost-effective solution: pre-
scription eyeglasses. However, millions of children in the U.S. suf-
fer from uncorrected vision due to social, economic, transportation
barriers as well as inadequate treatment under existing school
health programs.

ChildSight tackles this challenge by going directly into schools
with populations of children from poor families. The hallmark of
the ChildSight program is the provision of prescription eyeglasses
at the school.

I recently visited one of our sites in New York City. This was a
middle school on the edge of Chinatown. The population there was
mainly Oriental, children of Oriental extraction from various parts
of the Far East, and African American children.

It was done in the school library, which was a very warm and
well-used place I might note, and I am afraid it was the first time
I had been in a public school for a long time.

We had volunteers there who conducted initial screenings which
basically consist of reading the eye chart with the big E at the top
that we are all familiar with. Anyone that showed any possible
problems was then referred to one of the two optometrists that we
had there that day. They were both extremely good with these chil-
dren, very engaged with them, and you could see that the children



240

easily talked to them about what their problems were. They exam-
ined their eyes and wrote a prescription.

The child was then sent to a table where we had 30 or 40 dif-
ferent frames for these glasses available, and this is a key part for
the children because if we can’t find them something that either is
acceptable or even cool they won't wear them. And they pick out
the frame.

One week later, after we have sent off the prescriptions to a
manufacturer, we come back and the frames, and the glasses are
distributed to the kids and adjusted as necessary.

I brought a couple of pictures of the results here. One might say
some of our satisfied customers.

With support from this Committee, the Department of Education
and private donations, ChildSight has now screened over 1.2 mil-
lion children in 7 States and has delivered free eyeglasses to
139,000 students since the program’s inception in 1994.

Teachers report that a majority of the students who have their
vision corrected with ChildSight glasses exhibit increased class par-
ticipation and improved grades.

I ask the Committee to recognize our concern that much more
needs to be done. Children who need eyeglasses must have them
while they are in school, so they can make full use of their edu-
cational opportunities.

I ask the Committee to recommend at least $1,800,000 in fiscal
year 2010 to support ChildSight in its current locations and to ex-
pand our sites so that, as we say, we can bring education into
focus.

Thank you, Mr. Chairman. The attention and consideration of
the Committee are greatly appreciated.

[The information follows:]
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Robert M. Thomas, Jr., is testifying on behalf of ChildSight®, the domestic program of
Helen Keller International that provides free, in-school vision screenings and prescription
eyeglasses for children living in urban and rural poverty in the U.S.
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Mr. Chairman, thank you for this opportunity to appear before the Committee on behalf of
Helen Keller International’s ChildSight® program. My name is Bob Thomas, and [ serve as the
volunteer Treasurer of Helen Keller International and Chair of the Finance Committee of HKY’s
Board of Trustees. I am requesting that you recommend that $1.8 million of funding through the
United States Department of Education be used in support of the HKI ChildSight® program in
fiscal year 2010. It is our hope that, with the continued support of the Department of Education
and private donors, we can deliver vision screenings and eyeglasses to thousands of children unable
to afford eye care.

CHILDSIGHT®

ChildSight® is distinguished by its high clinical standards and its efforts to educate children
and their families about the importance of corrected vision and the availability of related healthcare
resources in their community. The hallmatk of the program is the provision of prescription
eyeglasses at the school site. As a service, it is prompt and convenient, and it seeks to overcome the
econommic, social and transportation barriers that prevent many poor children from obtaining the
vision care they need. ChildSight® provides ditect access to vision screening and tefraction by a
licensed optometrist, who then presciibes the necessary lenses for each child. Students who need
eyeglasses receive them ~ on-site and free of charge — within one week.

But ChildSight® goes even one step further. Students identified with potentially severe
vision problems beyond basic refractive etror are referred to our partneting ophthalmologists for
further evaluation and treatment (as needed), at no additional cost. This final step ensutes that
children who need comptehensive eye care will be able to receive it, regardless of their family’s
ability to pay.

With support from this Committee, the Department of Education and private donations,
ChildSight® has now scteened over 1.2 million impoverished children in over 500 schools
nationwide and has delivered free prescription eyeglasses to more than 139,000 students since the
progtam’s inception in 1994. The children served by ChildSight® come from families who live
within 200% of the federal poverty level and have extremely limited access to basic health or vision
care. All of our services are provided at no expense to the child’s family.

We have seen the positive results of the ChildSight® program. Teachers we have surveyed
throughout the country report that a majority of students who had their vision corrected with
ChildSight® eyeglasses exhibited:

® significant improvement in the completion of schoolwork and homework;
increased class participation and a reduction in distuptive behavior; and
a dramatic improvement in grades, self-confidence and self-petception.

I had the opportunity to see ChildSight® in action. Recently, I visited one of our New York
City sites that serves predominantly immigrant populations. I was thete on the day we scteened the
students to test their vision and, where appropriate, our optometrists examined their eyes and
prescribed corrective lenses. The children then selected frames for their new eyeglasses from the
wide variety we make available. The process was 2 model of efficient otganization and warm
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engagement with the children. In many children, one could already see the anticipation of receiving
their eyeglasses in a few days.

CHILDREN WITH VISUAL NEEDS

The mission of ChildSight® is to improve the vision and academic potential of
schoolchildren living in urban and rural poverty. Vision and learning are inextricably linked. Most
learning platforms — books, computer screens, blackboatds, ovethead projectors, and classroom
presentations ~ require clear vision in order for a child to interact, assimilate information, and
respond. Uncorrected refractive etrot (mote commonly known as near-sightedness, far-sightedness
and astigmatism) can significantly affect a child’s academic performance and overall development.

Qur data, collected over 15 years of service, confirms that one in evety four children
between the ages of 10 and 15 fail standard vision screenings as a result of refractive etror.

Children with undetected or uncorrected vision problems are at a majot disadvantage in
school and may be unfaitly perceived as learning disabled, low achieving, or anti-social. Among
poot, predominantly minority, public school students throughout our nation, the inability to learn
due to poor vision is widespread, and largely unaddressed. Millions of children in the U.S. suffer
from uncorrected refractive error due to various social, economic and transportation barriers, as well
as inconsistent ot inadequate treatment under existing school health programs.

Poor vision materially and adversely affects a child’s gualiy of life, often resulting in lost
education and future employment opportunities, lower productivity, emotional frustration, and
social exclusion.

The good news is that refractive error, which is one of the most common treatable health
conditions of childhood, has a simple, cost-effective solution: the provision of correctly presctibed
eyeglasses.

ChildSight® tackles this challenge by going ditectly into the schools to conduct vision
screenings, to identify children with refractive error, and to provide them with prescription
eyeglasses to correct this error, all free of charge. By supplying students with an essential leatning
tool — eyeglasses — ChildSight® helps to ensure these children can take advantage of all the
educational opportunities available to them.

AREAS SERVED BY CHILDSIGHT®

Helen Keller International established ChildSight® in New York City in 1994. Today the
program setves children in over 30 urban and rural communities in seven states: California (Los
Angeles), Connecticut (Bridgepott, Hartford, New Haven and New London), New Jersey (Newark,
Itvington, Jersey City, Orange, East Orange, Passaic and Plainfield), New Mexico (Gallup), New
York (New Yotk City), Ohio (Cleveland and East Cleveland) and Texas (El Paso).

Support from the Department of Education has played a key role in the success and growth
of the program. The rapid geogtaphic expansion achieved from 2000 to 2005 would not have been
possible without the suppott of the Department of Education.
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Department of Education support was particulatly instrumental in the establishment of
ChildSight®’s rural programs serving isolated communities surrounding El Paso, Texas, and Gallup,
New Mexico. For example, in Gallup, recognizing the enotmous burden of rural poverty, the severe
lack of health resources and the barriers to accessing care, Helen Keller International established
ChildSight® in Gallup-McKinley County, New Mexico. Since then, ChildSight® New Mexico has
screened over 16,000 children throughout the county, including critically underserved children living
on the Navajo Reservation, and has provided over 4,000 children with the prescription eyeglasses
they needed to focus and thrive in the classroom.

PROGRAM INNOVATION

HKZT’s ChildSight® also continually secks to improve and expand its program through
innovation. One such program innovation is the ChildSight® Pre-K vision screening program,
which was launched in New York City in 2005. Modeled after the original ChildSight® program,
which targets children between ages 10 and 15, ChildSight® Pre-K addresses the unmet vision cate
needs of low-income childten between ages 3 and 4, the age range when amblyopia (also known as
“lazy eye”) can be strategically identified and treated. Since 2005, ChildSight® Pre-K has now
provided sight-saving services to over 10,500 pre-school children throughout New York City, most
of whom had never received any eye health services before.

PUBLIC/PRIVATE UNDERTAKING

ChildSight® is traly a public/private endeavor. The program’s success is due in large part to
the dedication and commitment of the many physicians, educators, community activists and
business people at each of our local sites. Along with their support and the generous contributions
of foundations and corporations, we continue to seek the institutionalization and long-term
sustainability of our programs. Previous endorsement and support by the Department of Education
have played an important role in our ability to leverage committed support from the private sector.
ChildSight® has received significant long-term funding from several foundations including the
Annenberg Foundation, the Comtmunity Foundation for Greater New Haven, the Eisner
Foundation, the Lavelle Fund for the Blind, the Reader’s Digest Partners for Sight Foundation, the
Rose Hills Foundation, the Starr Foundation, and the William Knox Holt Foundation.

Local health cate professionals at each of our sites are members of the ChildSight® team,
and mote than 40 optometrists and pediatric ophthalmologists help us meet the vision care needs of
the students we serve. ChildSight® contracts with 21 ophthalmic clinics and seven optical shops
nationwide, all selected for their strong professional credentials. Setvices of all these community
professionals are either donated or provided at a reduced, reasonable rate.

SOLVING THE PROBLEM

1 ask that the Committee recognize our concern that so much more needs to be done.
Children who need eyeglasses must receive them while they are still in school, so that they can make
full use of their educational opportunities. I also ask you to consider the reality that children in
many areas of urban and rural poverty are missing the chance to be helped because we cannot yet
reach them. If students must struggle with the blurred, imprecise images they see on textbook
pages, on the blackboard and in classroom demonstrations, then their opportunity to gain an
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adequate education in our public schools is being wasted. This is especially tragic since this is 2
result of an easily fixable but neglected visual deficiency.

If we receive the $1.8 million of requested funding, it will suppott our ongoing
programs, and it will enable us to screen the vision of approximately 125,000 additional
children duting the 2010-2011 school year. ChildSight® is needed now mote than ever as many
families are faced with unemployment, teduced wages, unaffordable health insurance, elusive credit,
and other financial constraints stenuming from the current economic downturn. For a family
struggling to pay for basics such as food, housing and utilities, a ttip to the eye doctor or a pair of
prescription eyeglasses is simply unaffordable, leaving many low-income children with uncorrected
vision problems — and lost opportunities.

In closing, I ask the committee to recommend at least $1.8 million dollars in fiscal year 2010 to
support ChildSight® in its cutrent locations, to expand the cutrent sites, and to explore its potential
expansion in other regions of the country.

Thank you, Mx. Chaitman. Your attention and consideration ate greatly appreciated, and I
close with the wise words of our founding board member, Helen Keller: If we Jook at difficulties
bravely, they will present themselves 19 us as opportunities.”
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Mr. Thomas joined Sullivan & Cromwell LLP in 1969 after graduating from the University of Kansas (BA,
1962) and Harvard Law School (LB, 1966). He served as a partner of the firm from 1975 through 2007,
was the Managing Partner of the London Office 1979-1982 and of the Beijing Office 2005-2007, and held the
position of Managing Partner of the General Practice Group from 1984 through 1991. He currendy is “Of
Counsel”

He joined the HKI Board of Trustees in 2003 and tesides in New York City. He is a Trustee of the
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RULE XI STATEMENT

In accordance with Rule XI of the Rules of the House of Representatives,
Helen Keller International states that its witness has not received any
Federal grant or contract during the current fiscal year or either of the two
previous fiscal years. The entity represented by the witness, Helen Keller
International, has received grants totaling approximately $14,000,000 -
$15,000,000 during the current fiscal year, $11,016,090 during fiscal year
2008 and $ 7,843,353 during fiscal year 2007. The grants were related to
programs for blindness prevention, nutrition, and eye care.

Helen Keller International’'s ChildSight® program has received Federal
grants (or sub-grants thereof) from the following in fiscal year 2008. No
funds have yet been awarded in fiscal year 2009.

¢ U.S. Department of Education, Fund for the improvement of
Education: $1,196,722 awarded to Helen Keller International’s
ChildSight® program in July 2008.

e U.S. Department of Education, Fund for the Improvement of
Education: $47,162 awarded specifically to Helen Keller
International’s ChildSight® New Mexico program in August 2008.
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contracts (including any subgrants or subcontracts) since October 1, 20067
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Helen Keller International- Government Funding

July 1, 2007 to June 30, 2008

Direct Funded - USAID

USALD - Nutrition Vit A - Cambodia
Project child Vision-Eychealth
USAID-Nusrition-EaRICH-Philippines
USAID-Eychealth-Indonesia-OVC
USAID-Nutrition-Mali-Comm Dev.
USAD - Nutrition - Child Survival - Niger
USAID - Nutrition - Child Survival - Mali
USAID - IT/Nutrition- West Africa
USAID / OFDA - Nutrition - Niger
USAID - Ed & Rehab - OVC 11 - Indonesia
USAID/OFDA - Nutrition - Buckina, Mali, Niger, ARO

FY08 Funding

(85,3320%
($5,131.32)
(52,415.03)
(55.08)
$43,835.41
$438,235.33
$347,429.64
$272,434.11
($8,694.05)
$1,261,205.53
$1,190,150.51

3200 - AED - A2Z Nutrition

USAID - ARMM - Philippines (HK1-Core) $2,867,584.47
USAID - Nutrition (SUMMIT 11} - Indonesia $20,618.30
USAID - Nutrition (Cooking Otf) - WA (BF,Mal, Cd, Niger,Sen) $405,795.16
TOTAL $6,825,800.95
Pass-Through Funded
CFSI-CRS, Niger (53,239.80)
CWS-Nutridon-Indonesia-SEP (8548.38)
ABT-Nutrition-Mali $77,217.75
Save the Children (US)- Nutrition-Bangladesh $678,959.95
CRS-Nutrition-Senegal $21,496.37
PLAN-Nutrition-Child Survival -Cameroon $126,122.23
Chemonics - Nutrition - Mozambique $37,791.10
ABT-Nutrition-Senegal $56,413.49
CORT - Nutrition - Mali (workshop) ($2,507.16)
CRS - Nutrition/HIV - Senegal (Dakar and Casamance) $50,633.54
IMA - Nutrition - DR Congo $150,127.19
AWARE Engender Health - Nuteition - Sencgal $219,669.72
CRS - MYAP - Niger $130,029.48
RTT - NTD (Integrated N'11) Control Program) $1,291,946.60

$1,356,176.66

TOTAL $4,190,288.74
TOTAL U.S. Government Funding $11,016,089.69
July 1, 2006 to June 30, 2007
Direct Funded- USAID FY07 Funding
Nutridon/Eyecare - Cambodia ($1,451.57)
Vitamin A Project ($2,829.50)
Nutritional Surv - Bangladesh (8500.23)
Project Child Vision - Eyehealth $332,948.03
Brdge - Nutrition - Morocco (§52.11)
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USAID - Nutrition - EnRICH - Philippines
USAID - Eyehealth - Indonesia - OVC
USAID - Nutrition - Mali-Comm. Dev.
USAID - Nutstion - Child Surival - Niger
USAID - Nutrition - Child Surival - Mali
USAID - I'T/Nutrition - West Afrca

USIAD / OFDA - Nutsition - Niger

USATD - Nutrition Vit, A - Cambodia

USAID - Education & Rehabilitation - OVC 1Y
USAID/OFDA - Nutrition - Burkina, Mali, Niger, ARO
USAID - ARMM - Philippines (HKI1-Core)
USAID - Nutrddon (SUMMIT 1f) - Indanesia

TOTAL

USAID Pass-Through Funded
MOST

CESI-CRS, Niger

CWS - Indonesia

ABT - Mali

Chemonics - Madagascar

LEAD - MSH Philippines

Save the Children - Bangladesh

CRS - Nutrition/Baagladesh

PLAN - Cameroon

Chemonics - Mozambique
ABT-Nutriton-Senegal

CORIE - Nutdtion - Mali (workshop)

CRS - Nutrition/HIV - Senegal (Dakar and Casamance)
IMA - Nutrition - DR Congo

AWARE Engender Health - Nurrdtion - Senegal
CRS - MYAP - Niger

AED - AZZ Nutrition

TOTAL USAID Subagreements

USATD - Nutsition (Cooking Oil) - WA (BFMali, Cd, Senegal)

$154,690.60
(82,663.40)
$55,745.31
$244,224.34
$359,513.42
$207,853.07
$637,238.75
$347,835.41
$1,306,375.55
$369,788.80
$1,040,980.66
$158,392.40
$75,512.03
$5,283,610.56

(57,965.45)
$211,831.39
$35,692.54
$53,370.25
(5656.37)
(53,495.92)
$561,803.28
$56,207.29
$65,340.53
$49,083.72
$25,350.82
$17,256.47
$11,940.90
$35,161.08
$6,045.03
$105,700.63
$1,337,076.73

$2,559,742.92

Gov Funding S v
US Govemment
USAID - $7,843,353.48
New York City Department of Ed $49,367.80
$7,892,721.28
July 1, 2005 to june 36, 2006
Direct Funded- USAID $4,177,997.93
USAID Pass-Through Funded
MOST $2,697,059.82
CFSI $326.67
CFSI $339.852.68
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SAID Pass-Through Fuade
MOST
CFsI
Cws
ABT
Chemonics
LEAD
Save the Children
CRS
PLAN
Chemonics
AED A2Z

US Departnent of Education

Total Government Funding

CWs $467,665.35

ABT $62,632.13

CORE $33,903.73

JHSPH $722.43

Chemonics $13,993.24

LEAD $121,671.16

Save the Children £85,694.33

$3,823,521.54|

US Deparment of Education $223,625.00

Total Government Funding $8,225,144.47
July 1, 2004 10 June 30, 2005

Direct Funded. USAID $4,177,472.75|

$1,053,207.11
$152,007.20
$40,836.50
$64,621.99
$15913.35
$234,902.11
5444,198.81
$11,096.86
§19,002.88
$3,315.57
$316,555.83
$2,355,748.21

$991,988.00

$7,525,208.96)
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Mr. OBEY. Thank you. We appreciate your testimony.
Next, National Association of State Alcohol and Drug Abuse Di-
rectors, Flo Stein.

WEDNESDAY, MARCH 18, 2009.

NATIONAL ASSOCIATION OF STATE ALCOHOL AND
DRUG ABUSE DIRECTORS, INC.

WITNESS
FLO STEIN

Ms. STEIN. Chairman Obey, Ranking Member Tiahrt, members of
the Committee, I am Flo Stein. I am the President of the National
Association of State Alcohol and Drug Abuse Directors. We call it
NASADAD. The members of NASADAD manage the publicly-fund-
ed addiction services in all of the States and territories.

I serve as the Director of Substance Abuse in the State of North
Carolina, and I want to thank you very much for offering us this
opportunity to provide testimony. We are very grateful for this
Committee’s leadership in providing funding for the States’ addic-
tion and treatment and prevention systems.

I have submitted a more detailed report that you can look at. It
shows some of the issues going on in particular States and some
of the outcomes those States are having.

For today, I am going to focus on three important points regard-
ing our top priority, and that is an increase in the Substance Abuse
and Prevention Block Grant of $150,000,000. That program cur-
rently receives $1,780,000,000.

It is a very large block grant, but I think it is important to re-
member that it is the foundation of the Nation’s treatment system.
The block grant represents half of all the dollars available in my
State, for instance. In the State of Wisconsin, it represents about
48 percent of all the dollars spent.

The other primary source of financing for the public addiction,
prevention, treatment and recovery system is State appropriations.
So it is sort of like very limited streams of funding that come to
the addiction treatment system.

A second point that I think is really important that I think we
might finally be successful is that we are getting outstanding re-
sults. We have partnered with the Substance Abuse and Mental
Health Services Administration on the National Outcome Meas-
ures.

The States are showing very much improved outcomes for people
gaining recovery. For example, in 2008, all the States together, 63
percent of the people who received treatment were abstinent from
illicit drugs, having come in being drug users and leaving treat-
ment and recovery, and 7 percent abstinent from alcohol use.

The third point is one that you are hearing about quite a bit, and
that is that the system, because it is so dependent on this impor-
tant block grant, is very much under stress right now. We have in-
creasing numbers of people needing services as the economy de-
clines. Unfortunately, more and more people cope with the stress
of their situation by sometimes using alcohol and other drugs. And,
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as you have heard, alcohol and drug abuse contribute to all the
leading causes of death: the chronic illnesses, heart disease, stroke
and cancer.

So it is an important investment.

That is the backdrop to the request that we are asking for
$150,000,000 increase in the block grant.

The block grant has been stable for a number of years. We are
very grateful to this Committee for the additional $19,900,000 this
past year. It is going to make a big difference. But because the
block grant had been level funded for a number of years since 2004,
we are not quite back to the original purchasing power that we
had.

So I think it is an important investment in the future of our
Country.

Again, thank you for your leadership, and we stand ready to an-
swer any questions or provide additional information.

[The information follows:]
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Substance Abuse and Mental Health Services Administration (SAMHSA), with a
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wrman Obey, Ranking Member Tiahrt, members of the Subcommittee, on behalf of the National
_ssociation of State Alcohol and Drug Abuse Directors (NASADAD), and our component
organizations, the National Prevention Network (NPN), and the National Treatment Network (NTN),
thank you for your leadership on issues related to addiction. Iam Flo Stein, NASADAD President and
member from North Carolina. I am pleased to present testimony regarding FY 2010 funding priorities.

Scope of the Problem: According to the Substance Abuse and Mental Health Services Administration’s
(SAMHSA) National Survey on Drug Use and Health (NSDUH), approximately 23.2 million Americans
aged 12 or older needed services for an alcohol or illicit drug problem in 2007, During the same year,
approximately 2.4 million received treatment for such a problem at a specialty facility. As a result,
approximately 20.8 million people needed but did not receive services in 2007 in a specialty facility.

Substance Abuse Spending Represents a Tiny Fraction of All Health Expenditures: Substance
abuse expenditures represented 1.3 percent of all healthcare expenditures in 2003 (821 billion for
substance abuse compared to $1,614 billion for all health expenditures). Using inflation adjusted terms,
the growth rate for all health spending from 1993 to 2003 was 4.6 percent, while the growth rate for
substance abuse spending during this same time period was 1.4 percent.

Yet Addiction is Associated with Many Other Diseases: In a 2004 study appearing in the Journal of
the American Medical Association (JAMA), researchers examined “actual causes of death” defined by
the Centers for Disease Control and Prevention (CDC) as factors that contribute to leading killers such
heart disease, cancer and stroke. The study identified nine leading “actual causes of death.”
sacco, alcohol and illicit drugs — killing 530,000 Americans in 2000 — were three of the top nine. The
others were diet/weight; microbial agents; toxic agents; motor vehicles; firearms and sexual behaviors.

Unaddressed Substance Abuse Problems are Costly: As noted in SAMHSA's National Expenditures
Jfor Mental Health Services and Substance Abuse Treatment, 1993-2003 (2007), when substance abuse
spending was $15.5 billion in 1998, the total economic costs of alcohol abuse were approximately
$184.6 billion and the total economic costs for drug abuse were $143.4 billion (Harwood, 2000). These
costs were linked not only to medical consequences of alcohol/drug use, but also crime, lost earnings,
motor vehicle crashes, and more.

Financial Investments in Addiction Services Save Taxpayer Dollars: The National Institute on Drug
Abuse (NIDA) notes that for every dollar spent on addiction treatment programs, there is an estimated
$4 to $7 reduction in the cost of drug related crimes. With some outpatient programs, total savings can
exceed costs by a ratio of 12:1 (NIDA InfoFacts, 2006).

Maintain SAMHSA as Strong Agency: NASADAD supports action to ensure that SAMHSA remains
a unique, strong and vibrant agency. SAMHSA has demonstrated excellent leadership and collaboration
- promoting innovative strategies to improve our service delivery system. NASADAD thanks Dr. Eric
Broderick, Acting Administrator of SAMHSA, for his work. SAMHSA is to be commended and should
be considered a vital voice in discussions related to health reform.

© Priority for FY 2010 — Increase Funding for Substance Abuse Prevention and Treatment

+PT) Block Grant: NASADAD recommends $1,928.6 million for the SAPT Block Grant in FY
2010 - an increase of $150 million over FY 2009. Since 2007, as the economy and State budgets
struggled, unemployment grew by 5.5 million. This is critical news for the SAPT Block Grant given
that the NSDUH found unemployed persons need services at almost twice the rate as those with jobs.
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increase in SAPT Block Grant funds would help our public treatment system to better serve this
reased need on the part of the low income and uninsured population,

Background: The SAPT Block Grant, a program distributed by formula to all States and territories,
serves our nation’s most vulnerable, low income populations: those with HIV/AIDS, pregoant and
parenting women, youth, and others. This vital program helps States and communities address their own
unique needs — whether the problem is alcohol, methamphetamine, and prescription drug abuse or
persons using multiples substances. The SAPT Block Grant represents approximately 40 percent of
treatment expenditures by State substance abuse agencies across the country.

SAPT Block Grant Funded Services Achieve Results: The SAPT Block Grant is an effective and
cfficient program that emphasizes accountability through the reporting of outcomes data. In particular,
States have worked diligently with SAMHSA to implement the National Outcome Measures (NOMs)
initiative. The SAMHSA/State partnership on NOMs promotes continuous quality improvement
through a more systematic approach to data management and reporting. States now measure the impact
of services on the use of alcohel and other drug use; employment; having stable housing; involvement
with criminal activity; and efforts to live productively in the community. As noted by SAMHSA in
2008, SAPT Block Grant funded programs had positive results, where “...at discharge, clients have
demonstrated high abstinence rates from both illegal drug (68.3 percent) and alcohol (73.7 percent) use.”

In my own State of North Carolina, our Division of Mental Health, Developmental Disabilities and
bstance Abuse Services reported 21,102 to treatment admissions in State Fiscal Year 2006/2007. In
te Fiscal Year 2006/2007, North Carolina showed the following client outcomes at discharge: 82
percent were abstinent from alcohol use; 74 percent were abstinent from drug use; and 77 percent were
invelved in social support groups.

Important Prevention Funding within SAPT Block Grant: Twenty percent of the SAPT Block Grant is
dedicated to funding much needed substance abuse prevention programming. In many States set-aside
funding represents a large source of prevention funds for the agency. Overall, SAPT Block Grant
funding represents 64 percent of State substance abuse agency prevention funding. In 21 States, the set-
aside represents 75 percent or more of the agency’s prevention budget.

The prevention set-aside has also helped produce demonstrable results. The Monitoring the Future
(MTF) Survey found a 25 percent decline in any illicit drug use in the past month by 8%, 10" and 12"
graders combined between 2001 and 2008. As a result, there were 840,000 fewer teens using drugs in
2008 compared to 2001. A strong commitment to the SAPT Block Grant will ensure a strong
commitment to much needed prevention services for our youth.

Recent History of SAPT Block Grant Funding: NASADAD is thankful for the increase of $19.9 million
for the SAPT Block Grant in FY 2009. However, the program has suffered over the past fow years:
from FY 2004 to FY 2008, funding was cut by more than $20 million. In fact, it is estimated that the
2010 SAPT Block Grant appropriation would have to be increased by $403.7 million above the 2009
appropriation to maintain services at 2004 levels using the CPI-U as the proxy [Data courtesy of the

w York State Office of Alcoholism and Substance Abuse Services (OASAS)]. As a result,

-SADAD and others view an increase of $150 million as a down payment to make up for lost ground.

Center for Substance Abuse Treatment (CSAT): NASADAD recommends $489.3 miltion in FY
2010 — an increase of $75million compared to FY 2009.
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.ASADAD is thankful for an increase of $14.5 million for CSAT in FY 2009. This increase reversed
the previous Administration’s proposal to cut CSAT by $63 million. The FY 2009 omnibus bili restored
all or a portion of a number of NASADAD priority programs that were set to be eliminated, including:

Pregnant and Postpartum Women ($11.8 million); Program Coordination and Evaluation, which
includes Recovery Month (5.2 million); Strengthening Treatment Access & Retention (3.6 million); the
Children and Families line — which includes the National Center on Substance Abuse and Child Welfare
(NCSACW) and the State Adolescent Treatment Coordination Grant (SAC) ($24.2 million).

Other NASADAD programs that would have been significantly reduced under the previous
Administration’s proposed budget — yet were restored through the FY 2009 omnibus were:

Opioid Treatment Programs/Regulatory Activities (proposed cut of $2.8 million); Targeted Capacity
Expansion [TCE] (proposed cut of $11.1 million); and the Addiction Technology Transfer Centers
{ATTCs] (proposed cut of $478,000).

NASADAD acknowledges Dr. H. Westley Clark, Director of CSAT, for his excellent leadership.

Center for Substance Abuse Prevention (CSAP): NASADAD recommends $276.3 million — an
increase of $75 million compared to FY 2009.

"ASADAD appreciates the $6.8 million increase for CSAP in FY 2009. Approving the FY 2009
nibus package restored funding for the following CSAP programs which were slated to be eliminated
or reduced by the previous Administration:

Strategic Prevention Framework State Incentive Grant (a proposed cut of $9.3 million); the Sober Truth
on Prevention Underage Drinking [STOP Act] (proposed to be eliminated); Methamphetamine
Prevention (proposed cut of $2.4 million); and the Program Coordination/Data Coordination and
Consolidation Center (proposed cut of $5.2 million).

NASADAD applauds the work of Fran Harding, Director of CSAP, for her work and dedication.

Safe and Drug Free Schools and Communities — State Grants: NASADAD recommends $346.5
million, representing a $51.8 million increase over FY 2009,

The SDFSC State Grants program is an effective program that represents a core component of each
State’s prevention system. A number of Governors designate NASADAD members to manage these
funds to ensure a more comprehensive, coordinated and effective approach to service delivery.

National Institute on Drug Abuse (NIDA): NASADAD is pleased with the $25.5 million increase in

FY 2009. NASADAD will support the percentage increase for NIH programs to be outlined soon by the

Ad Hoc Coalition for Medical Research. NASADAD wishes to thank Dr. Nora Volkow, Director of

NIDA, for her collaboration with State substance abuse agencies through its “Blending Initiative.” This
tk improves the translation of research into everyday practice.

Natiopal Institute on Alcohol Abuse and Alcoholism (NIAAA): NASADAD applauds the $14.7
million increase for NIAAA in FY 2009. NASADAD will support the percentage increase for NIH
programs to be outlined soon by the Ad Hoc Coalition for Medical Research.
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Jutcomes from Substance Abuse Prevention and Treatment (SAPT) Block Grant for Selected
States Represented on the House Appropriations Subcommittee on Labor, HHS, Education

Wisconsin's Division of Disability, Elder Services, Substance Abuse and Mental Health reported 33,314
admissions to treatment in State Fiscal Year 2007 and noted the following outcomes in 2007 for those
clients completing treatment: 73 percent were abstinent at discharge; 58 percent were employed full time
at discharge; 95 percent had no criminal justice activity at discharge. For prevention, the Division
reported that fewer students experimented with alcohol before age 13 (37 percent in 2003 vs. 24 percent
in 2005/2006) and past month marijuana use decreased (22 percent in 2003 vs. 16 percent in 2005).

Kansas Addiction and Prevention Services Division within the Department of Social & Rehabilitation
Services reported 15,980 admissions in State Fiscal Year 2008 and noted the following outcomes
comparing admission to discharge: a 64.4 percent increase in abstinence from alcohol use; a 64.2
percent increase in abstinence from drug use; a 16.5 percent increase in employment; and a 4 percent
decrease in homelessness. The Division served 227,180 persons with prevention services and noted the
following outcomes cited by the Kansas Communities that Care Survey: decrease in past 30 days use of
alcohol (31.3% in 2006 vs. 27.2 in 2008); cigarettes {12.1 % vs. 10.4%) and marijuana (8.6% vs. 7.8%).

Oklahoma’s Department of Mental Health and Substance Abuse Services reported 19,113 admissions to
treatment and provided prevention services to 259,387 individuals in State Fiscal Year 2007. For SFY
'07, the following client outcomes were reported at discharge for those completing long term residential
atment: 82 percent of clients were abstinent from alcohol; 61 percent of clients were abstinent from
&s; 36 percent of clients were employed/in school; 89 percent of clients gained or remained in stable
fiving situations; and 91 percent of clients remained free of criminal justice involvement.

New York’s Office of Alcoholism and Substance Abuse Services (OASAS) reports over 92,574 annual
new admissions to the OASAS funded treatment system and, in the 2009 SAPT Block Grant application,
included patient outcomes comparing admission to treatment to discharge: 53 percent increase in the
number of patients abstinent from drug use; 28.6 percent increase in the number patients employed; 42.1
percent decrease in the number of patients who were homeless; and 51.4 percent decrease in the number
of patients arrested in the past month.

California’s Department of Alcohol and Drug Programs (ADP) reported 172,290 admissions during
State Fiscal Year 2006/2007, noting the following outcomes comparing admission and discharge: 91.1
percent of clients were abstinent from alcohol use; 73.1 percent of clients were abstinent from drug use;
65 percent of clients were employed; 95.9 percent of clients reported no criminal justice involvement.

Rhode Island’s Division of Behavioral Healthcare Services reported 8,170 admissions to treatment in
2006 and reported the following client outcomes: an 84.3 percent increase in the number of patients
abstinent from alcohol; a 74.8 percent increase in the number of patients abstinent from other drugs; an
81.3 percent decrease in the number of patients arrested; and a 23 percent decrease in homelessness.

Virginia's Department of Mental Health, Mental Retardation and Substance Abuse Services reported
" 114 admissions to treatment and provided prevention services for 11,712 people in State Fiscal Year
7. For State Fiscal Year 2006, the following client outcomes were reported: approximately 50
percent of clients reported abstinence from alcohol use; 70 percent of clients reported abstinence from
drug use; and approximately 40 percent of clients were employed at discharge.
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Subcommittee on Labor, HHS, Education
and Related Agencies

Witness Disclosure Form

Clause 2(g) of rule XI of the Rules of the House of Representatives requires non-
governmental witnesses to disclose to the Commiittee the following information. A
non-governmental witness is any witness appearing on behalf of himself/herself or
on behalf of an erganization other than a federal agency, or a state, local or tribal

government,

Your Name, Business Address, and Telephone Number:

Florence Stein, Chief, Community Policy Management

North Carolina Division of Mental Health, Developmental Disabilities and Substance
Abuse Services

325 North Salisbury Street

Raleigh, NC 27603

Ph: (919) 733-4670

1. Are you appearing on behalf of yourself or a non-governmental organization? Please
list organization(s) you are representing.

North Carolina Department of Health and Human Services

Division of Mental Health, Developmental Disabilities and Substance Abuse Services

2. Have you or any organization you are representing received any Federal grants or
contracts (including any subgrants or subcontracts) since October 1, 2006?

Yes

3. If your response to question #2 is “Yes”, please list the amount and source (by agency
and program) of each grant or contract, and indicate whether the recipient of such
grant or contract was you or the organization(s) you are representing.

Grant Name Grant Amount
NC Strategic Prevention Framework State Incentive Grant $2,332,000
Substance Abuse Prevention and Treatment Block Grant $38,487,034
Social Services Block Grant $8,685,464
Mental Health Block Grant $10,962,898
Safe and Drug Free Schools and Communities Program $1,322,046
Enforcing Underage Drinking Laws Block Grant Program $700,000
New Freedom Initiative Financial Support - Olmstead $20,000
T8I implementation Grant $100,000
PATH - Projects in the Transition for Homelessness $914,000
NC Adolescent Treatment Coordination Project $400,000
Comprehensive Automated Uniform System Enhancement $142,200
Prescription Drug Monitoring $399,900
State Outcomes Measurement and Management System (SOMMS) $150,000
DASIS $96,765

Total $64,712,307
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Mr. OBEY. Thank you.

Ms. LEE. Mr. Chairman, may I just ask one quick question,
please?

Mr. OBEY. Sure.

Ms. LEE. Thank you very much.

Let me ask you, and I know this would entail a longer discus-
sion, but I want to ask you about the treatment approaches and
funding now for prescription drug use as it relates to recovery
versus the illicit drug use. How is that working at this point?

Ms. STEIN. I can specifically for my State, but we have also had
a number of discussions with the States that are members of
NASADAD. This is our fastest growing problem both for children
and adults but more alarmingly for children.

What we are doing is just refocusing our dollars. We have the
same number of dollars, and we are trying to develop new interven-
tion techniques and especially working with families because the
source of a lot of prescription drugs is actually people’s homes. So
we want parents to be more aware and be watching their children.
b Vge would be glad to send you some further ideas about what can

e done.

Mr. OBEY. Thank you. Thank you very much.

Let me tell the Committee that I am told that between 3:00 and
3:30 we will have the next series of votes. That means that we will
be gone for 30 to 40 minutes. So, if we get lucky and that vote
comes closer to 3:30 than 3:00, we might be able to finish all of our
witnesses before we have to leave them in the lurch.

Let me next call upon the Association of Maternal and Child
Health Programs, Phyllis Sloyer.

WEDNESDAY, MARCH 18, 2009.

ASSOCIATION OF MATERNAL AND CHILD HEALTH
PROGRAMS

WITNESS
PHYLLIS SLOYER, PH.D., R.N.

Ms. SLOYER. Good afternoon, Mr. Chairman and Subcommittee
Members. I am grateful for the opportunity to testify on behalf of
the Association of Maternal and Child Health Programs, its mem-
bers and the millions of women and children that we serve through
the Title V Maternal and Child Health Services Block Grant every
year.

I am Dr. Phyllis Sloyer. I am the current President of AMCHP,
and I am also a division director in the State of Florida.

I am here today to respectfully ask the Subcommittee to support
full funding for the Maternal and Child Health Services Block
Grant at its authorized level of $850,000,000, and I want to begin
with Adam’s story.

Adam is a 15-year-old from Milwaukee, Wisconsin, a cute guy. I
am going to paraphrase in his words the benefits that he has re-
ceived from this Title V block grant.

He says: Hi. My name is Adam, and I live in Milwaukee, Wis-
consin. I have a very rare genetic disorder that affects my ability
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to see, to learn and to move, and Title V services have been very
important to me.

His mother says: It is great to see that more services are becom-
ing available through the funding, especially the five regional cen-
ters in the State of Wisconsin. These centers are dedicated to meet-
ing family needs through information referral, follow-up services,
parent-to-parent support and the building of a tremendous network
of providers who help children with special health care needs.

He wants you to know that families with kids who have special
needs really do benefit from these services, and he wants us to help
him so that other kids can get the services as well.

He says, thanks.

Now we know that two of these centers are actually in Chairman
Obey’s district. One is at the Chippewa County Courthouse, and
the other one is at the Marathon County Health Department, and
they are not unusual. We have used Title V funds throughout the
Nation to develop similar centers and similar networks to help chil-
dren like Adam.

But I would like to point out a few high points about Title V and
Title V of the Social Security Act. It was created during the Great
Depression. It is a unique Federal-State partnership that is dedi-
cated solely to improving the health of all mothers and children in-
cluding children with special health care needs.

I can’t begin to tell you the millions of people that have received
early prenatal care, child health screening, preventative services,
support services because of this block grant. I also can’t begin to
tell you the kinds of systems of services that we have developed be-
cause of these funds.

While we have made great strides in preventing long-term prob-
lems, the data are indicating now that we need to bolster our ac-
tions. Every 18 minutes, a baby dies before his or her first birth-
day. Basically, a dozen of them will die before the end of my testi-
mony.

Globally, we are 29th in infant mortality. We are failing to ade-
quately screen all young children for developmental issues. I think
you all know about the obesity problems and the health disparity
problems. And only 50 percent of children with special health care
needs actually receive comprehensive care through a medical home.

Third, we have a proven track record of measuring what we do,
and that data are fairly transparent, but it is beginning to tell us
that we have a demand for services that is going beyond our capac-
ity.

Our States are facing significant economic challenges. Frankly,
every day, I have a ten-fold increase in the number of people that
are coming to us for services, whether they are prenatal care,
whether they are preventative services, whether they are screening
services.

Our block grant is at its lowest funding level of $662,000,000
since 1993. We need the additional resources not for us but for the
women and children who come to us. I urge you to consider full
funding at $850,000,000.

And I close with the story of Ashley in my State, whose mother
had to make a decision between getting the eyeglasses her daugh-
ter needed to stay in school or the drugs that her daughter needed
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to be in a regular classroom. Through the efforts of Title V and co-
ordinating with other agencies, she is in a regular classroom, and
she is grateful that she is as a teenager.

For all the Adams and Ashleys and the millions served by this
remarkable block grant, thank you for the opportunity to share our
story and thank you for your leadership.

[The information follows:]
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Summary: To improve the health of all women, infants, children, and adolescents,
including children with special health care needs, the Association of Maternal and
Child Health Programs (AMCHP) is asking for the subcommittee’s leadership to
appropriate $850 million for the Title V Maternal and Child Health Services Block
Grant administered by the Health Resources and Services Administration of the
U.S. Department of Health and Human Services.
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Mr. Chairman and distinguished Subcommittee Members:

1 am grateful for this opportunity to testify on behalf of the Association of Maternal &
Child Health Programs (AMCHP), our members, and the millions of women and children
that are served by the Title V Maternal and Child Health Services Block Grant. My name
is Dr. Phyllis Sloyer and I am the current President of AMCHP as well a division director
at the Florida Department of Health. [ am here today to ask the Subcommittee to support
full funding for the Title V Maternal and Child Health Services Block Grant at its
authorized level of $850 million for Federal Fiscal Year 2010.

To help illustrate the importance of Title V MCH Funding, I want to begin by sharing the
story of a boy named Adam, in his own words:

Hi! My name is Adam and I live in Milwaukee, WI. | have a very rare genetic
disorder that affects my vision, cognitive abilities, and motor skills. Title V
services have been very important to my family. It's great to see more services are
becoming available through the funding, especially the five Wisconsin Regional
Centers for Children and Youth with Special Health Care Needs. These centers
are dedicated to meeting families ' needs through a statewide coordinated system
of information, referral and follow up, family to family support, and strong
partnerships with providers. I want you to know that families that have kids with
special needs really do benefit from the services offered through Title V. Please
help so that other kids like me can develop to their best potential through access
to these services. Thanks!

While Adam lives in Milwaukee, we know that the Title V MCH Block Grant in
Wisconsin supports two regional centers in Chairman Obey’s district. The Westem
Regional Center for Children and Youth with Special Health Care Needs (CYSHCN) is
located at the Chippewa County Courthouse and the Northern Regional Center is located
in the Marathon County Health Department, The MCH Block Grant supports a similar
network in my home state of Florida, and none of this could happen without the Title V
MCH Block Grant funding,

Title V of the Social Security Act was created during the Great Depression to “improve
the health of all women and children.” The MCH Block Grant is a celebrated example of
an effective Federal and state partnership with a common goal of improving the health of
all mothers and children, including those children with special health care needs. Itis
also at the forefront of promoting family-centered care in all of its work. But we are
losing ground fast and we believe it is time to go back to the roots of Title V and
recommit ourselves to truly improving the health of our nation’s women and children by
fully investing in the MCH Block Grant.

Despite major advances in medicine, technology, and our health care system, America
still faces huge challenges to improving maternal and child health outcomes and
addressing the needs of very vulnerable children.
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Reductions in maternal and infant mortality have stalled in recent years and rates of
preterm and low birth weight births have increased over the last decade. As we sit here
today, the United States ranks 29™ in infant mortality rates when compared to other
nations. Every 18 minutes a baby in America dies before his or her first birthday. Each
day in America we lose 12 babies due to a Sudden, Unexpected infant Death. There are
places in this country where the African American infant mortality rate is double, and in
some places even triple, the rate for whites. Childhood obesity threatens to reverse a
century of progress in extending life expectancy, preventable injuries remain the leading
cause of death for all children and we are failing to adequately screen all young children
for developmental concerns.

Sadly, there are gaps between what a family needs and actually receives for a child with a
special need. Qut of pocket health care costs are increasing and we are erasing gains we
made in supporting effective services for children with special needs and their families.
Only 50% of these children receive comprehensive care within the context of a medical
home and less than 20% of youth with special needs are able to find an adult health care
provider who can appropriately care for them.

State programs funded through MCH Block Grant dollars are key to reversing this
picture. Considering these and many other urgent health needs, AMCHP asks for your
leadership in fully funding the MCH Block Grant at $850 million for FY 2010.

AMCHP urges Congress to recognize the need to revitalize resources for states and their
partners to reverse the trends and continue this critical work. We have a track record of

demonstrating that we make a positive difference and are fully accountable for the funds
that we receive. Fully funding the MCH Block Grant is an effective and efficient way to
invest in our nation's women, children, and families.

The Office of Management and Budget found that MCH Block Grant-funded programs
deliver results and decrease the infant mortality rate, prevent disabling conditions,
increase the number of children immunized, increase access to care for uninsured
children, and improve the overall health of mothers and children. Close coordination
with other health programs assures that funding is maximized and services are not
duplicated.

Our results are available to the public through a national website known as the Title V
Information System. Such a system is remarkably rare for a federal program and we are
proud of the progress we have made.

Despite the increasing demand for maternal and child health services, reductions to the
MCH Block Grant threaten the ability of programs to carry out their work. As states face
increasing economic hardship, more women and children will seek services through
MCH Block Grant funded programs. Due to years of reduced investment, the MCH
Block Grant is at its lowest funding level since 1993, $662 million dollars, meaning states
again are being asked to serve additional people with less.
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Now, as economic troubles increase demand for health services, state MCH programs
desperately need additional resources to:

e increase outreach and screening services to identify and link women and children
to available health care services;

» assure coordination of those services and assist new parents through efforts such
as expanded home visitation programs; and

¢ deliver essential prevention and health promotion services to make sure that every
mom has a healthy pregnancy; every child bas the opportunity for a healthy birth
and strong start in life; and every child with special health care needs receives
ongoing comprehensive care within a medical home.

Crucial MCH activities are also supported by Title V under the Special Projects of
Regional and National Significance (SPRANS) program, including MCH research,
training, hemophilia diagnostic and treatment centers, and MCH improvement projects
that develop and support a broad range of strategies. The SPRANS investment drives
innovation for MCH programs and is an important part of the Title V MCH Block Grant.

Mr. Chairman and distinguished members, in closing I ask you to imagine with me an
America in which every child in the United States has the opportunity to live until his or
her first birthday; a nation where our Federal and state partnership has effectively moved
the needle on our most pressing maternal and child health issues. Imagine a day when we
are celebrating significant reductions or even the total elimination of health disparities by
creatively solving our most urgent maternal and child health challenges. The MCH
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Block Grant aims to do just that — using resources effectively to improve the health of all
of America’s women and children.

1 want to close with one more story from a parent in my state that [ think illustrates the
personal impact of Title V MCH Block Grant funds:

My daughter Ashley continues to be at risk for a detached retina with myopia of
the eye. Title V Children and Youth with Special Health Care Needs has been
instrumental in providing medically necessary funding for the type of eyeglasses
that she needs in order to be able to see and have some quality of life as an
adolescent. There are medications that she needs to be able to control her
executive functions, her impulses and her motor coordination in order to be able
to function in school that I would not be able to afford as a parent. As a parent it
would be devastating if she could not go to school which increases her chances of
being able to transition into work and/or higher education.

Thank you.
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Mr. OBEY. Thank you very much.
Now, Health Professions and Nursing Education Coalition, Dr.
Tina Cheng.

WEDNESDAY, MARCH 18, 2009.

HEALTH PROFESSIONS AND NURSING EDUCATION
COALITION

WITNESS
DR. TINA L. CHENG, M.D.

Dr. CHENG. Good afternoon. My name is Tina Cheng, and I am
Chief of the Division of General Pediatrics and Adolescent Medicine
and Professor of Pediatrics and Public Health at Johns Hopkins
University up the road, and it is a pleasure to speak to you today
on behalf of the Health Professions and Nursing Education Coali-
tion or HPNEC in support of $550,000,000 in fiscal year 2010 for
the health professions education programs authorized under Title
VII and VIII of the Public Health Service Act and administered
through HRSA.

HPNEC is an informal alliance of more than 60 national organi-
zations representing schools, programs, health professionals and
students dedicating to ensuring the health care workforce is
trained to meet the needs of our diverse population.

As you know, the Title VII and VIII health professions and nurs-
ing programs are essential components of the Nation’s health care
safety net, bringing health care services to our under-served com-
munities. These programs support the training and education of
health care providers to enhance the supply, diversity and distribu-
tion of the health care workforce, picking up where traditional mar-
ket forces leave off. In particular, the programs emphasize primary
care and training in interdisciplinary settings to meet the needs of
special and under-served populations.

We are thankful to the Subcommittee for the $200,000,000 pro-
vided for the health professions programs in the American Recov-
ery and Reinvestment Act. We also greatly appreciated the recently
enacted fiscal year 2009 Omnibus Appropriations Bill provides in-
creases for most Title VII and VIII programs.

The Nation is indebted to you, Mr. Chairman, as well as mem-
bers of the Subcommittee for your forward-thinking vision.

We cannot achieve universal access to health care and quality
care unless we ensure that a well-prepared health care workforce
is in place to provide that care. Today, however, we remain a long
way from realizing that vision.

According to HRSA, an additional 30,000 health practitioners are
needed to alleviate existing health professional shortages. Com-
bined with faculty shortages across health professions disciplines,
racial and ethnic disparities in health care and a growing chron-
ically ill and aging population, these needs strain an already fragile
health care system.

In my own experience at Johns Hopkins, in collaboration with
the University of Maryland Family Medicine Program, Title VII
dollars have allowed us to train clinician educators and researchers
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who are the primary care faculty across the Country. We have a
commitment and a strong track record of training under-rep-
resented minorities and, in the last two decades, have trained al-
most 100 pediatric and family medicine trainees, 61 percent of
them, under-represented minorities, most all serving under-served
populations today and most doing research on health disparities.

As noted while I was on HRSA’s Advisory Committee on Train-
ing in Primary Care Medicine and Dentistry, the education and
training of our health care providers is an integral part in pre-
paring our Country to meet the health needs of the future as well
as current and growing health needs, many that you have heard
about already today: mental health, global health issues, et cetera.

Because of the time required to train health professionals, we
must make appropriate investments today. HPNEC’s $550,000,000
recommendation for Title VII and Title VIII health professions pro-
grams will help sustain the health care workforce expansion sup-
ported by funding in the recovery package. Further, this appropria-
tion will restore funding to critical programs that still have not re-
covered from the substantial funding lost in the drastic fiscal year
2006 cuts.

We are grateful to President Obama for his support of the health
professions program throughout his tenure in the Senate. We also
appreciate the pledge in his fiscal year 2010 budget to invest in
strengthening the health professions workforce.

We look forward to working with the Subcommittee to help
achieve this goal and to reinvest in the health professions program.

[The information follows:]
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Summary:

The health professions education programs, authorized under Titles VII and VIII of the
Public Health Service Act and administered through the Health Resources and Services
Administration, support the training and education of health care providers to enhance the
supply, diversity, and distribuation of the health care workforce, filling the gaps in the
supply of health professionals not met by traditional market forces. They are the only
federal programs designed to train providers in interdisciplinary settings to meet the
needs of special and underserved populations, as well as increase minority representation
in the health care workforce.

According to HRSA, an additional 30,000 health practitioners are needed to alleviate
existing health professional shortages. Combined with faculty shortages across health
professions disciplines, racial/ethnic disparities in health care, and a growing, aging
population, these needs strain an already fragile health care system.

Numerous recent, highly regarded publications recommend increased support for the
health professions programs to help meet these needs, including a December 2008
Institute of Medicine (IOM) report which characterized HRSA’s health professions
programs as “an undervalued asset.”

HPNEC recommends $550 million in FY 2010 for the Title VII and VIII programs.
This investment is consistent with President Obama’s pledge to invest in strengthening
the health professions workforce in the FY 2010 budget, will help sustain the health
workforce expansion supported by the American Recovery and Reinvestment Act, and
will restore funding to critical programs that sustained drastic funding reductions in FY
2006 and remain well below FY 2005 levels.

2450 N Street, N.W. ®* Washington, D.C. 20037 ® 202-828-0525 * Fax 202-862-6218
Web site: www.aame.org/advocacy/hpnec



273

Good afternoon. My name is Tina Cheng, and I am Chief of the Division of General Pediatrics
and Adolescent Medicine and Professor of Pediatrics and Public Health at the Johns Hopkins
University School of Medicine and Bloomberg School of Public Health. It is a pleasure to submit
this testimony on behalf of the Health Professions and Nursing Education Coalition (HPNEC) in
support of $550 million in fiscal year (FY) 2010 for the health professions education
programs authorized under Titles VII and VIII of the Public Health Service Act and
administered through the Health Resources and Services Administration (HRSA).

HPNEC is an informal alliance of more than 60 national organizations representing schools,
programs, health professionals, and students dedicated to ensuring the health care workforce is
trained to meet the needs of our diverse population.

As you know, the Title VII and VI health professions and nursing programs are essential
components of the nation’s health care safety net, bringing health care services to our
underserved communities. These programs support the training and education of health care
providers to enhance the supply, diversity, and distribution of the health care workforce, filling
the gaps in the supply of health professionals not met by traditional market forces. Through
loans, loan guarantees, and scholarships to students, and grants and contracts to academic
institutions and non-profit organizations, the Title VII and VIII programs are the only federal
programs designed to train providers in interdisciplinary settings to meet the needs of special and
underserved populations, as well as increase minority representation in the health care
workforce.

We are thankful to the Subcommittee for the $200 million provided for the health professions
programs in the American Recovery and Reinvestment Act (P.L. 111-5). We also greatly
appreciate that the recently enacted FY 2009 Omnibus Appropriations bill (P.L. 111-8) provides
some increases for most Title VII and VIII programs. These investments provide a crucial
springboard to begin to wholly reverse chronic underfunding of these programs and address
existing and looming shortages of health professionals.

According to HRSA, an additional 30,000 health practitioners are needed to alleviate existing
health professional shortages. Combined with faculty shortages across health professions
disciplines, racial/ethnic disparities in health care, and a growing, aging population, these needs
strain an already fragile health care system. Because of the time required to train health
professionals, we must make appropriate investments today. Yet, despite some increases in
recent years, many of the health professions programs remain well below their comparable FY
2005 funding levels.

HPNEC’s $550 million recommendation for the Title VII and Title VIII health professions
programs in FY 2010 will help sustain the health workforce expansion supported by funding in
the recovery package. Further, this appropriation will restore funding to critical programs that
sustained drastic funding reductions in FY 2006 and remain well below FY 2005 levels.

We are grateful to President Obama for his support for the health professions programs

throughout his tenure in the Senate. We alsc appreciate the pledge in his FY 2010 budget
overview to invest in strengthening the health professions workforce. This strategy is in line with

HPNEC - March 18, 2009 1
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numerous recent, highly regarded recommendations. In a December 2008 Institute of Medicine
(IOM) report, HRSA’s health professions programs were characterized as “an undervalued asset”
and the Department of Health and Human Services was encouraged to support additional
investments in the programs. Another IOM report on the future workforce for older Americans
from April 2008 also called for increased funding for the health professions programs. The
November 2008 issue of the peer-reviewed journal Academic Medicine chronicles the
effectiveness of the programs, and the primary care programs in particular, while the December
2008 issue of the M. Sinai Journal of Medicine highlights the impact of the diversity programs.

These most recent publications showcase the network of Title VII and VI initiatives across the
country supporting the education and training of the full range of health providers. Together, the
programs work in concert with other programs at the Department of Health and Human Services —
including the National Health Service Corps and Community Health Centers (CHCs) ~ to
strengthen the health safety net for rural and medically underserved communities.

The Health Professions Education Partnerships Act of 1998 (P.L. 105-392) consolidated the
programs into seven general categories:

» The purpose of the Minority and Disadvantaged Health Professionals Training programs is
to improve health care access in underserved areas and the representation of minority and
disadvantaged health care providers in the health professions. Minority Centers of Excellence
support programs that seek to increase the number of minority health professionals through
increased research on minority health issues, establishment of an educational pipeline, and the
provision of clinical opportunities in community-based health facilities. The Health Careers
Opportunity Program seeks to improve the development of a competitive applicant pool
through partnerships with local educational and community organizations. The Faculty Loan
Repayment and Faculty Fellowship programs provide incentives for schools to recruit
underrepresented minority faculty. The Scholarships for Disadvantaged Students (SDS) make
funds available to eligible students from disadvantaged backgrounds who are enrolled as full-
time health professions students. Nurses received $15.1 million in FY 2007 from SDS grants,
32 percent of funds appropriated for SDS.

e The Primary Care Medicine and Dentistry programs, including General Pediatrics, General
Internal Medicine, Family Medicine, General Dentistry, Pediatric Dentistry, and Physician
Assistants, provide for the education and training of primary care physicians, dentists, and
physician assistants to improve access and quality of health care in underserved areas. Two-
thirds of all Americans interact with a primary care provider every year. Approximately one
half of primary care providers trained through these programs go on to work in underserved
areas, compared to 10 percent of those not trained through these programs. The General
Pediatrics, General Internal Medicine, and Family Medicine programs provide critical funding
for primary care training in community-based settings and have been successful in directing
more primary care physicians to work in underserved areas. They support a range of initiatives,
including medical student training, residency training, faculty development and the
development of academic administrative units. The General Dentistry and Pediatric Dentistry
programs provide grants to dental schools and hospitals to create or expand primary care dental
residency training programs. Recognizing that all primary care is not only provided by

HPNEC — March 18, 2009 2
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physicians, the primary care cluster also provides grants for Physician Assistant programs to
encourage and prepare students for primary care practice in rural and urban Health Professional
Shortage Areas. Additionally, these programs enhance the efforts of osteopathic medical
schools to continue to emphasize primary care medicine, health promotion, and disease
prevention, and the practice of ambulatory medicine in community-based settings.

¢ Because much of the nation’s health care is delivered in areas far removed from health
professions schools, the Interdisciplinary, Community-Based Linkages cluster provides
support for community-based training of various health professionals. These programs are
designed to provide greater flexibility in training and to encourage collaboration between two
or more disciplines. These training programs also serve to encourage health professionals to
return to such settings after completing their training. The Area Health Education Centers
(AHECs) provide clinical training opportunities to health professions and nursing students in
rural and other underserved communities by extending the resources of academic health
centers to these areas. AHECs, which have substantial state and local matching funds, form
networks of health-related institutions to provide education services to students, faculty and
practitioners. Geriatric Health Professions programs support geriatric faculty fellowships, the
Geriatric Academic Career Award, and Gerjatric Education Centers, which are all designed to
bolster the number and quality of health care providers caring for our older generations. Given
America's burgeoning aging population, there is a need for specialized training in the
diagnosis, treatment, and prevention of disease and other health concerns of the elderly. The
Quentin N, Burdick Program for Rural Health Interdisciplinary Training places an emphasis
on long-term collaboration between academic institutions, rural health care agencies and
providers to improve the recruitment and retention of health professionals in rural areas. This
program has received no funding since FY 2006. The Allied Health Project Grants program
represents the only federal effort aimed at supporting new and innovative education programs
designed to reduce shortages of allied health professionals and create opportunities in
medically underserved and minority areas. Health professions schools use this funding to help
establish or expand allied health training prograrus. The need to address the critical shortage of
certain allied health professionals has been acknowledged repeatedly. For example, this
shortage has received special attention given past bioterrorism events and efforts to prepare for
possible future attacks, The Graduate Psychology Education Program provides grants to
doctoral, internship and postdoctoral programs in support of interdisciplinary training of
psychology students with other health professionals for the provision of mental and behavioral
health services to underserved populations (i.e., older adults, children, chronically ill, and
victims of abuse and trauma, including returning military personnel and their families),
especially in rural and urban communities.

* The Health Professions Workforce Information and Analysis program provides grants to
institutions to collect and analyze data on the health professions workforce to advise future
decision-making on the direction of health professions and nursing programs. The Health
Professions Research and Health Professions Data programs have developed a number of
valuable, policy-relevant studies on the distribution and training of health professionals,
including the Eighth National Sample Survey of Registered Nurses (NSSRN), the nation’s
most extensive and comprehensive source of statistics on registered nurses. However, the
Workforce Information and Analysis program has received no appropriation since FY 2006.

HPNEC — March 18, 2009 3
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The Public Health Workforce Development programs are designed to increase the number of
individuals trained in public health, to identify the causes of health problems, and respond to
such issues as managed care, new disease strains, food supply, and bioterrorism. The Public
Health Traineeships and Public Health Training Centers seek to alleviate the critical shortage
of public health professionals by providing up-to-date training for current and future public
health workers, particularly in underserved areas. Preventive Medicine Residencies, which
receive minimal funding through Medicare GME, provide training in the only medical
specialty that teaches both clinical and population medicine to improve community health.
Dental Public Health Residency programs are vital to the nation’s dental public health
infrastructure. The Health Administration Traineeships and Special Projects grants are the only
federal funding provided to train the managers of our health care system, with a special
emphasis on those who serve in underserved areas, However, the traineeships have received no
appropriation since FY 2006.

The Nursing Workforce Development programs under Title VIII provide training for entry-
level and advanced degree nurses to improve the access to, and quality of, health care in
underserved areas. These programs provide the largest source of federal funding for nursing
education, providing loans, scholarships, traineeships, and programmatic support to 51,657
nursing students and nurses in FY 2008. Health care entities across the nation are experiencing
a crisis in nurse staffing, caused in part by an aging workforce and capacity limitations within
the educational system. Each year, nursing schools turn away between 50,000 and 88,000
qualified applications at all degree levels due to an insufficient number of faculty, clinical sites,
classroom space, clinical preceptors, and budget constraints. At the same time, the need for
nursing services and licensed, registered nurses is expected to increase significantly over the
next 20 years. Congress responded to this dire national need by passing the Nurse Reinvestment
Act (P.L. 107-205) in 2002, which increases nursing education, retention, and recruitment. The
Advanced Education Nursing program awards grants to train a variety of advanced practice
nurses, including nurse practitioners, certified nurse-midwives, nurse anesthetists, public health
nurses, nurse educators, and nurse administrators. For example, this funding has been
instrumental in doubling nurse anesthesia graduates in the last eight years. However, even
though the number of graduates doubled, the vacancy rate for nurse anesthetists has remained
the same at 12 percent, due to a retiring nursing profession and an aging population requiring
more care. Workforce Diversity grants support opportunities for nursing education for
disadvantaged students through scholarships, stipends, and retention activities. Nurse
Education, Practice, and Retention grants are awarded to help schools of nursing, academic
health centers, nurse managed health centers, state and local governments, and other health
care facilities to develop programs that provide nursing education, promote best practices, and
enhance nurse retention. The Loan Repayment and Scholarship Program repays up to 85
percent of nursing student loans and offers full-time and part-time nursing students the
opportunity to apply for scholarship funds. In return these students are required to work for at
least two years of practice in a designated nursing shortage area. The Comprehensive Geriatric
Education grants are used to train RNs who will provide direct care to older Americans,
develop and disseminate geriatric curriculum, train faculty members, and provide continuing
education. The Nurse Faculty Loan program provides a student loan fund administered by
schools of nursing to increase the number of qualified nurse faculty.
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s The loan programs under Student Financial Assistance support needy and disadvantaged
medical and nursing school students in covering the costs of their education. The Nursing
Student Loan (NSL) program provides loans to undergraduate and graduate nursing students
with a preference for those with the greatest financial need. The Primary Care Loan (PCL)
program provides loans covering the cost of attendance in return for dedicated service in
primary care. The Health Professional Student Loan (HPSL) program provides loans covering
the cost of attendance for financially needy health professions students based on institutional
determination. The NSL, PCL, and HPSL programs are funded out of each institution’s
revolving fund and do not receive federal appropriations. The Loans for Disadvantaged
Students (LDS) program provides grants to health professions institutions to make loans to
health professions students from disadvantaged backgrounds.

These programs work collectively to fulfill their unique, three-pronged mission of improving the
supply, diversity, and distribution of the health professions workforce. Profiles of aspiring and
practicing health professionals who attribute their success in part to participation in the health
professions programs are available by state and by program at:

hitp://www.aame.org/advocacy/hpnec/profiles.htm. These profiles comprise only a small sampling

of the health professionals that have benefited from past support for the health professions
programs.

HPNEC members respectfully urge support for funding of at least $550 million for the Title VII
and VI programs, an investment essential not only to the development and training of tomorrow's
health care professionals but also to our nation's efforts to provide needed health care services to
underserved and minority communities. We greatly appreciate the support of the Subcommittee
and look forward to working with Members of Congress and the new Administration to reinvest in
the health professions programs in FY 2010 and into the future.

HPNEC - March 18, 2009 5
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Program Director/Principat investigator (Last, First, Middle).

BIOGRAPHICAL SKETCH
NAME POSITION TITLE
Tina L Cheng, MD, MPH Chief, General Pediatrics & Adolescent Medicine
GRA COMMONS USER NAME (credential, & 9., agency iogin) Professor, Johns Hopkins University School of
Tcheng2 Medicine and Bloomberg School of Public Health
EDUCATION/TRAINING (Begin with baccalaureale or other initial professional education, such as nursing, and include postdoctoral training.}
INSTITUTION AND LOCATION (,.,25‘512559 YEAR(S) FIELD OF STUDY
Brown University BA, MD 1879-1986 | Biology, Medicine
University of California, San Francisco & 1986-1990 Pediatrics Residency
San Francisco General Hospital, CA and Chief Residency
University of California, Berkeley, CA MPH 1990-1991 | Epidemiology
. . I Preventive Medicine
University of California, Berkeley, CA 1990-1993 Residency
University of Massachusetts Medical Center, 1991-1093 General Academic
Worcester, MA . Pediatrics Fellowship

A. POSITIONS and HONORS
Professional and Academic Appointments:
1883-2002  Associate Professor with tenure, George Washington University (GWU)
Department of Pediatrics, Children’s National Medica! Center (CNMC)
Department of Prevention & Community Health, GWU School of Public Health
Director of Community-Based Research, Children's Research Institute, CNMC
1995-present Founder and Past Director, CNMC Generations Program, Comprehensive Program for Teen
Parents and their Children, currently Executive Board Member.
2002-present Chief, Division of General Pediatrics & Adolescent Medicine
2002-2008  Associate Professor, Department of Pediatrics, JHU School of Medicine and Public Health
2008-present Professor, Department of Pediatrics, JHU, Department of Population, Family & Reproductive
Health, Bloomberg School of Public Health
Other Experience and Professional Memberships:
American Academy of Pediatrics (AAP)
1989-92 Co-founder, Secretary & Chair of Resident Section, Member of Council on Ped Education
1996-2000  Future of Pediatric Education Ii, Workgroup on Education of the Pediatrician
1996~ Associate Editor (2005-), Associate Editor In Brief (1996-2005), Pediatrics in Review
2008- Committee on Pediatric Research
Academic Pediatric Association (APA, formerly Ambulatory Pediatric Association)
1996-98 National Nominating Committee, elected
1996-99 Region IV Co-Chairperson, elected
2001-04 Executive Board, Chair of Membership and Regions, elected
2004-07 Co-Chair, Division Directors in General Pediatrics Special interest Group
2006-07 Conference Convener, 1% National Leadership Conference in Academic General Pediatrics
2007-10 President-Elect, President, Past President, elected

Advisory Committees, Review Groups

1998- Agency for Health Care Policy and Research, NIH/NICHD, Maternal and Child Health Bureau
(MCHB), Health Resources Services Administration (HRSA) Research Review Panels
2003 MCHB Expert Panel on Maternal and Child Health Critical Research Issues

2003-07 HRSA Advisory Committee on Training in Primary Care Medicine and Dentistry
Honors and Awards

1896-2000  Robert Wood Johnson Generalist Faculty Scholar
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Mr. OBEY. Thank you very much.
Next, American Dental Education Association, Dr. James Swift.

WEDNESDAY, MARCH 18, 2009.

AMERICAN DENTAL EDUCATION ASSOCIATION
WITNESS
DR. JAMES Q. SWIFT

Dr. SWIFT. Good afternoon, Mr. Chairman and members of the
Subcommittee. I am Dr. Jim Swift, I am the Director of the Divi-
sion of Oral and Maxillofacial Surgery at the University of Min-
nesota, and I am here today as the Immediate Past President of
the American Dental Education Association which is also called
ADEA.

Thank you for your unwavering support of the SCHIP legislation
which recognized that oral health care was an important compo-
nent of children’s overall health care, and I also appreciate your
earlier comment about the mental and dental component, of the
importance of dental care to systemic health.

We request a build-upon funding of the American Economic Re-
covery and Reinvestment Act and your Committee’s 2010 fiscal
year appropriations.

We applaud, Chairman Obey, your decision to provide
$500,000,000 to address health care professional shortages and
$200,000,000 to the Title VII health professional programs and
$300,000,000 through the Recovery Act.

Additionally, President Obama’s budget blueprint for 2010 builds
upon the down payment made in the economic stimulus package by
investing $300,000,000 to increase the number of physicians,
nurses and dentists practicing in under-served areas of this Coun-
try.

This afternoon, I would like to discuss our budget recommenda-
tions under three areas: dental education, dental research and ac-
cess to oral health care. Specifically, I would like to urge Congress
to provide $16,000,000 for dental Title VII health profession pro-
grams and $117,000,000 for Title VII diversity and student aid pro-
grams.

The dental health professional programs support general practice
residency training programs as well as pediatric dental training
programs to provide access to care and the training that is nec-
essary to provide our dentists to be trained in a way to be able to
access this patient population.

The diversity and student aid support will allow us to get under-
represented minorities into our profession to provide care that is
needed in those communities.

Secondly, we urge Congress to provide $33,000,000,000 for the
National Institutes of Health, specifically of which $441,000,000
would be allocated to the National Institute of Dental and
Craniofacial Research. I think many of you are aware of the oral
systemic connection of the association of periodontal disease with
cardiac disease and the utilization of salivary markers to determine
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disease in disease-risk population. All these entities were studied
by the NIDCR, and funding would be appropriate.

Thirdly, we recommend %319,000,000 for the dental program Part
F of the Ryan White HIV/AIDS Treatment and Modernization Act.
This dental reimbursement program is a cost-effective mechanism
to allow care to those individuals that need it through our dental
education institutes as well as through community-based partner-
ships that allow the type of treatment to be rendered, to train our
students to be able to render it and have an appreciation for the
care that is needed and the special type of care that these patients
have to have.

We also recommend $10,000,000 for the Dental Health Improve-
ment Act. This newly reauthorized program supports the develop-
ment of innovative dental workforce programs specifically to States’
specific dental workforce needs. Grants are being used to support
a variety of initiatives including but not limited to loan repayment
programs, to recruit culturally and linguistically competent den-
icists to work in under-served areas and with under-served popu-
ations.

We also request $17,000,000 for the oral health programs at the
Centers for Disease Control and Prevention which allows technical
assistance to provide preventive programs with fluoridation of
water as well as sealant programs to prevent disease.

Lastly, we recommend $235,000,000 for the National Health
Service Corps which allows loan repayment programs for dentists
to be able to work in environments. They have significant debt
when they are finished with their dental training. If they have an
opportunity to repay their dental educational debts by loans, then
they are more likely to go into areas where the access to care is
important.

In conclusion, I want to thank the Committee for considering our
budget request for dental education and research in fiscal year
2010. Any comprehensive reform of the U.S. health care system
should provide universal coverage and access to high quality care
of which dental is a component.

Thank you very much for the opportunity to present.

[The information follows:]
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Good afternoon, Mr. Chairman and members of the Subcommittee. | am Dr. James
Swift, Director, Division of Oral and Maxillofacial Surgery, at the University of Minnesota
School of Dentistry. | am a practicing oral and maxillofacial surgeon and currently serve
as the Immediate Past President of the American Dental Education Association, known
as ADEA. On ADEA’s behalf, | am honored to appear before you to offer our
recommendations with regard to fiscal year 2010 appropriations.

The American Dental Education Association represents all 58 dental schools in the
United States, in addition to more than 700 dental residency training programs and
nearly 600 allied dental programs, as well as more than 12,000 faculty who educate and
train the nearly 50,000 students and residents attending these institutions. It is at these
academic dental institutions that future practitioners and researchers gain their
knowledge, where the majority of dental research is conducted, and where significant
dental care is provided. ADEA member institutions serve as dental homes for a broad
array of racially and ethnically diverse patients, many who are uninsured, underinsured,
or reliant on public programs such as Medicaid and the Children’s Health Insurance
Program for their health care.

ADEA’s requests build upon funding from the American Economic Recovery and
Reinvestment Act (ARRA) and the Labor, Health and Human Services and Education
fiscal year 2009 Appropriations. We applaud Chairman Obey's decision to provide $500
million to address health professional shortages, $200 million through Title Vil Health
Professions Programs and $300 million in the ARRA. Additionally, President Obama’s
budget blueprint for FY 2010 builds upon the down payment made in the economic
stimulus package by investing $330 million to increase the number of physicians,
nurses, and dentists practicing in underserved areas of the country.

This afternoon | would like to discuss our budget recommendations under three areas:
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I. Dental Education: The Title VII Health Professions Education and
Training Programs and Diversity and Student Aid Programs, administered
by the Health Resources and Services Administration (HRSA);

. Oral Health Research: The National Institutes of Health (NIH) and the
National Institute of Dental and Craniofacial Research (NIDCR); and

Il Access to Care: The Ryan White CARE Act HIV/AIDS Dental
Reimbursement Program and the Community-Based Dental Partnerships
Program,; the Dental Health Improvement Act; the Oral Health Program at
the Centers for Disease Control and Prevention (CDC); and the National
Health Service Corps (NHSC).

Specifically, the American Dental Education Association respectfully urges the
Subcommittee to provide adequate funding for the continuation and enhancement of the
following programs that help to address the nation’s oral health care needs:

1. Dental Education

« $16 million for General Dentistry and Pediatric Dentistry Residency Training in
the Title VIl Health Professions Programs

The Title VIl General and Pediatric Dentistry Programs are critical to building
the primary care dental workforce. Support for these programs is essential to
expanding existing or establishing new general dentistry and pediatric dentistry
residency programs, which have shown to be effective in increasing access to
dental care for vulnerable populations, including patients with developmental
disabilities, children, and geriatric patients. These primary care dental residency
programs generally include outpatient and inpatient care and afford residents
an excellent opportunity to learn and practice all phases of dentistry,
including trauma and emergency care, and comprehensive ambulatory dental
care for adults and children.

* $117.6 million for Diversity and Student Aid

$33.6 million for Centers of Excellence (COE)

$47.1 million for Scholarships for Disadvantaged Students (SDS)
$35.6 million for Health Careers Opportunity Program (HCOP)
$1.3 million for Facuity Loan Repayment Program (FLRP)

YVVYVY

The Title VII Diversity and Student Aid programs play a critical role in helping to
diversify the health professions’ student body and thereby the health care
workforce. Blacks, Hispanics, and American indians currently represent more
than 25 percent of the U.S. population. By the year 2050, nearly one in five
Americans (19 percent) will be an immigrant, compared with one in eight (12
percent) in 2005. Despite these population trends, minorities are
underrepresented in the U.S. health care workforce. This is no less true of
dentistry, where they comprise less than five percent of dentists and about nine
percent of dental faculty. For the last several years, these programs have not
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enjoyed an adequate level of funding to sustain the progress that is necessary to
meet the challenges of an increasingly diverse U.S. population.

H. Oral Health Research

» $33.2 billion for the National Institutes of Health, inciuding $440.9 million for
the National Institute of Dental and Craniofacial Research (NIDCR)

Discoveries stemming from dental research have reduced the burden of oral
diseases, led to better oral health for tens of millions of Americans, and
uncovered important associations between oral and systemic health. Dental
researchers are poised to make new breakthroughs that can result in dramatic
progress in medicine and heaith, such as repairing natural form and function to
faces destroyed by disease, accident, or war injuries; diagnosing systemic
disease from saliva instead of blood samples; and deciphering the complex
interactions and causes of oral health disparities involving social, economic,
cultural, environmental, racial, ethnic, and biological factors. Dental research is
the underpinning of the profession of dentistry. With grants from NIDCR, dental

researchers in academic dental institutions have built a base of scientific and
clinical knowledge that has been used to enhance the quality of the nation’s oral
health and overall health.

Investments in dental research will produce inventions that make corporations
more competitive in the global economy and benefit everyone with new
businesses and jobs. It is important to note that NIH disproportionately creates
higher-paying employment opportunities that require a higher level of fechnical
sophistication in construction, staffing, and supporting laboratories. The average
wage associated with jobs created through NIH grants and contracts was
$52,000 in 2007.

1il. Access to Dental Care

¢ $19 million for the Dental Reimbursement Program (DRP) and the Community-
Based Dental Partnerships Program, Part F of the Ryan White HIV/AIDS
Treatment and Modernization Act

Patients with compromised immune systems are more prone to oral infections like
periodontal disease and tooth decay. By providing reimbursement to dental
schools and schools of dental hygiene, the Dental Reimbursement Program
provides access to quality dental care for people living with HIV/AIDS while
simultaneously providing educational and training opportunities to dental
residents, dental students, and dental hygiene students who deliver the care. The
Dental Reimbursement Program is a cost-effective federal/institutional
partnership that provides partial reimbursement to academic dental institutions
for costs incurred in providing dental care to people living with HIV/AIDS.
Particularly important to this program is the fact that Congress designated dental
care as a “core medical service” when it reauthorized the Ryan White program in
2006.
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The Community-Based Dental Partnership Program fosters partnerships
between dental schools and communities lacking academic dental institutions to
ensure access to dental care for HIV/AIDS patients living in those areas.

+  $10 million for the Dental Health Improvement Act (DHIA)

This newly reauthorized program supports the development of innovative dental
workforce programs specific to states’ dental workforce needs and increases
access to dental care for underserved populations. In FY 2008, Congress
provided first-time DHIA funding of $2 million to assist states in developing
innovative dental workforce programs. The inaugural grant cycle, held in FY
2006, yielded 36 applications from states. Eighteen states were awarded grants
ranging from $67,865 to $124,080. Grants are being used to support a variety of
initiatives including, but not limited to, loan repayment programs to recruit
culturally and linguistically competent dentists to work in underserved areas with
underserved populations including the developmentally disabled; rotating
residents and students in rural areas; recruiting dental school faculty; training
pediatricians and family medicine physicians to provide oral health services
(screening exams, risk assessments, fluoride varnish application, parental
counseling, and referral of high-risk patients to dentists); and supporting
teledentistry.

» $17.5 million for the Oral Health Programs at the Centers for Disease Control
and Prevention

The CDC Oral Health Program expands the coverage of effective prevention
programs. The program increases the basic capacity of state oral health
programs fo accurately assess the needs of the state, organize and evaluate
prevention programs, develop coalitions, address oral health in state health
plans, and effectively allocate resources to the programs. CDC’s funding and
technical assistance to states is essential to help oral health programs build
capacity. Increasing the funding will help to ensure that all states that apply may
be awarded an oral health grant.

¢ $235 million for the National Health Service Corps (NHSC)

The NHSC scholarship and loan repayment program provides awards to health
care professionals, including dentists and dental hygienists who agree to work in
underserved communities for a minimum of two years. Participants must work in
a Health Professional Shortage Area (HPSA), and dentists and dental hygienists
work in Dental Health Professional Shortage Areas (Dental HPSAs). As of
September 30, 2008, about 48 million people lived in the 4,048 Dental
HPSAs. The dedicated clinicians of the NHSC provide quality care to millions of
people who would otherwise lack adequate access to health services.

In conclusion, Mr. Chairman, | thank the Committee for considering the American Dental
Education Association’s FY 2010 budget requests for federal agencies and programs
that sustain and enhance dental education, oral health research, and access to care. A
continuing federal commitment is needed to help meet the challenges oral diseases
pose to the nation’s most vulnerable citizens, including children. Also critical is the
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development of a partnership between the federal government and dental education
programs {o implement a national oral health plan that guarantees access to dental care
for everyone, ensures continued dental health research, and eliminates disparities and
workforce shortages.
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Mr. OBEY. Thank you. I appreciate it.

Let me tell the Committee that we obviously have an effective
sabotage operation going on, on the House Floor. [Laughter.]

We have eight votes coming up, including a Motion to Recommit
with ten minutes debate. So, when we break up, I don’t have the
foggiest idea when we are going to get back here. We will try to
make it as quickly as we can.

Let’s see how many people we can get through before, so we in-
convenience as few people as possible after the vote.

Next, Academic Family Medicine Advocacy Alliance, Dr. Jerry
Kruse.

WEDNESDAY, MARCH 18, 2009.

ACADEMIC FAMILY MEDICINE ADVOCACY ALLIANCE
WITNESS
DR. JERRY KRUSE, M.D., M.S.P.H.

Dr. KRUSE. Mr. Chairman, members of the Committee, I am
Jerry Kruse, professor and Chair of Family and Community Medi-
cine at the SIU School of Medicine in Springfield, Illinois, and I am
here on behalf of the academic family medicine organizations that
are listed in the written statement.

I thank you for the opportunity to testify in support of funding
for Title VII primary care medicine and dentistry and in support
of funding for primary care research at AHRQ and the NIH.

The U.S. health care system is out of balance, over-reliant on
specialty care, very expensive and trails the wealthy nations of the
world in health care outcomes.

We know that health systems with strong foundations in primary
care have the best health care outcomes, the best quality indica-
tors, significantly lower costs, more equitable care, and they elimi-
nate disparities in health care outcomes. Abundant evidence like
this over the past 30 years proves that primary care is the essen-
tial foundation of the best health care system. So, for the best
health care system, we need to train more family physicians.

We are very concerned about the production pipeline of family
physicians in the United States. For the past 3 years, only 15 per-
cent of U.S. medical school graduates chose careers in primary
care, one-third of what we need to have the best system.

What can be done?

Two key steps come under the purview of this Committee: Pri-
mary care training and primary care research. So we ask your help
to increase funding for key programs that work: primary care
training under Title VII and primary care research at AHRQ And
NIH.

So, how will increased funding in these areas help our health
care system? I will give an example.

Since 2003, the funding for community health centers, CHCs, has
doubled by $2,000,000,000. The Recovery Bill has added
$1,500,000,000 to this, and this is laudable. However, over the
same period of time, the funding for programs that train physicians
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most likely to practice in these places, the Title VII programs, has
been cut by 55 percent.

So here is an analogy. Do you think that new sports stadiums
would be built if there were not a pipeline of players and coaches
to attract the fans to fill the seats? No, of course, they wouldn’t.

Mr. OBEY. Unless you are a Cubs fan. [Laughter.]

Dr. KrRUSE. I am a Cardinals fan.

Likewise, funding for CHCs must be accompanied by cor-
responding significant increases funding to train and to attract
fzilmily physicians and the health care professionals that are need-
ed.

Are these programs effective? Yes. Important organizations like
the Institute of Medicine, CRS, the GAO, the Medicare Payment
Advisory Commission and others all testify to the fact that these
programs are effective and undervalued. In addition, these pro-
grams are stimulants to local economies.

We appreciate that this Committee proposed to double the cur-
rent Title VII primary care funding in the Recovery Bill, but today
we don’t know how much of the $200,000,000 available will be dis-
tributed to primary care medicine and dentistry. We ask that Con-
gress rebuild its investment in primary care medicine and add to
the investment made in the Recovery Bill by providing an annual
appropriation of $215,000,000 for primary care medicine and den-
tistry health professions training grants.

With respect to primary care research, we are pleased with the
Recovery Bill’s infusion of funding for comparative effectiveness re-
search at AHRQ, but more core funding is needed at AHRQ to ful-
fill its mission. We support the request of the Friends for AHRQ
for base funding of $405,000,000 annually. The Institute of Medi-
cine believes AHRQ is critical to retooling the American health
celllre system and goes further, recommending $1,000,000,000 annu-
ally.

For NIH, we are encouraged by the NIH road map and the em-
phasis on translational research. We support an increase in NIH
funding directed toward primary care research and population-
based translational research. This research is key to building the
type of practice that attracts and supports family physicians and
improves health outcomes.

In conclusion, as the U.S. moves toward major health care re-
form, we urge the Committee to support programs that emphasize
an increased supply of family physicians and emphasize primary
care research. These programs will work together for the health of
all Americans.

Thank you.

[The information follows:]
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On behalf of:

Seciety of Teachers of Family Medicine
Association of Departments of Family Medicine
Association of Family Medicine Residency Directors
North American Primary Care Research Group

Dr. Kruse will be testifying on the need for a major multifaceted effort to infuse
the health care system with more primary care physicians. His testimony will
discuss the need for such a build-up to support Congressional efforts at health
care reform. He will discuss FY 2010 funding levels for the following programs:

Title VII, Section 747 Primary Care Medicine and Dentistry Cluster. The
Academic Family Medicine Advocacy Alliance recommends that Congress build
on the investment in primary care medicine training made in the American
Recovery and Reinvestment Act (ARR4) by providing an appropriation of $215
million for primary care medicine and dentistry health professions training grants.
Dr. Kruse will testify about how key advisory committees know these programs
are effective, how these programs are economic drivers of cost-savings and higher
quality, and how important these programs are to health care reform.

Agency For Healtheare Research And Quality. The Academic Family
Medicine Advocacy Alliance supports the request of the Friends of AHRQ which
recommends an FY 2010 base funding level of $405 million, an increase of $32
million over the FY 2009 level. This increase will preserve AHRQs current
initiatives and get the agency on track to a base budget of $500 million by 2013.

National Institutes of Health. The Academic Family Medicine Advocacy
Alliance supports increased research related to the most common acute, chronic,
and comorbid conditions that primary care clinicians care for on a daily basis is
currently lacking. Primary care physicians arc in the best position t6 design and
implement research of the common clinical questions confronted in practice.
Funding should be increased both for the training of primary care researchers and
for this type of clinical research. Such training is necessary to impart critical
research skills to the primary care workforce and to contribute to the body of
knowledge necessary to put primary care on similar footing with other specialties
that have established research infrastructures. Additionally, we recommend report
language to help accomplish movement toward this goal.
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Scott Fields, MD
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Jeffrey Borkan, MD, PhD
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Allan Dietrich, MD
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Testimony for the Record
House Appropriations Labor/HHS/Education Subcommittee
March 18, 2009

FY 2010 FUNDING LEVELS
SECTION 747 PRIMARY CARE MEDICINE AND DENTISTRY CLUSTER
AGENCY FOR HEALTHCARE RESEARCH AND QUALITY
NATIONAL INSTITUTES OF HEALTH

Mr. Chairman, [ am Jerry Kruse, MD, MSPH, Professor and Chairman, the Department of
Family and Community Medicine at Southern Illinois University. I am here on behalf of the
Society of Teachers of Family Medicine, the Association of Departments of Family Medicine,
the Association of Family Medicine Residency Directors, and the North American Primary Care
Research Group. I thank you for the opportunity to provide this testimony in support of funding
for family medicine training in health professions training, the Agency for Healthcare Research
and Quality (AHRQ) and the National Institutes of Health (NIH).

Health Care Reform Requires a Robust Primary Care Workforce:

Health care reform without measures to address the need for more primary care physicians will
never be comprehensive or effective; it will not be able to help the most vulnerable populations,
and it will not address the significant cost and quality issues currently so problematic in the
United States. Increased access for patients in terms of insurance coverage is critical, but not
sufficient to resolve the growing shortage of primary care physicians. In fact increased coverage,
without increased numbers of primary care physicians is a recipe for disaster.

Solving the problem of the primary care crisis requires a multi-faceted solution. One key element
is to increase the value of primary care, both in terms of payment rates and loan forgiveness, and
through other avenues to make primary care an attractive specialty choice for medical students.

A second is to change the incentives and rules surrounding training under the Medicare graduate
medical education (GME) system. A third is to increase funding of programs that are effective in
producing more primary care physicians, such as the primary care medicine and dentistry cluster
of the health professions training programs. And the fourth is to support research regarding the
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clinical needs of most people seeking care, relating to the most common acute, chronic, and
comorbid conditions routinely cared for by primary care physicians.

It is the latter two building blocks: funding for primary care physician training programs and
funding for primary care research that come under this subcommittee’s jurisdiction and that we
are here to speak to today.

Health Professions: Primary Care Medicine and Dentistry (Title VII, Section 747)

We recommend that Congress build on the investment in primary care medicine training made in
the American Recovery and Reinvestment Act (ARRA) by providing an appropriation of $215
million for primary care medicine and dentistry health professions training grants. The FY 2009
omnibus appropriations bill only provided $500,000 more for these programs than in FY2008.
This funding level ($48.4 million) is less than half of the funding these programs received in
FY2003. We appreciate your efforts in that the House had proposed to double that account in the
ARRA. We applaud the $300 million included for the National Health Service Corps, but we do
not know how the remaining $200 million in workforce funds will be distributed between the
many other workforce programs included in the ARRA.

Key Advisory Committees Know These Programs are Effective:

» The Institute of Medicine (I0OM) calls the Title VII program an “undervalued
asset.” Title V1I, section 747, administered by HRSA, is the only program aimed
directly at training primary care physicians. On December 12, 2008, the Institute
of Medicine released “HHS in the 21st Century: Charting a New Course for a
Healthier America,” which points to the drastic decline in Title VII funding.
Within that report, the IOM terms Title VII an “undervalued asset.

s The HRSA Advisory Committee on Training in Primary Care Medicine and
Dentistry’ recommends an annual minimum level of $215 million for the Title VII,
section 747 grant program. The Committee reasoned that:

Title VII funds are essential to support major primary care training programs
that train the providers who work with vulnerable populations ... additional
Jfunding is also necessary 1o prepare current and future primary care
providers for their critical role in responding to healthcare challenges
including demographic changes in the population, increased prevalence of
chronic conditions, decreased access to care, and a need for effective first-
response strategies in insiances of acts of terrorism or natural disasters.

* The Congressional Research Service (CRS) also found that reduced funding for the
primary care medicine and dentistry cluster had a deleterious impact on the effectiveness
of these programs ~ at a time when more, rather than less primary care is needed. For
example, “In FY2006, the program supported a total of 17,870 individuals in clinical

! The Role of Title Vi, Section 747 in Preparing Primary Care Practitioners to Care for the Underserved and Other
High-Risk Groups and Vulnerable Populations. Sixth Annual Report to the Secretary of the U.S. Department of
Health and Human Services and to Congress
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training m underserved areas, a decrease from the support of 31,153 individuals in
FY2005.” This is a decrease of almost 43%, in only one year.

A study in the Annals of Family Medicine (September/Qctober 2008) shows that
medical schools that receive primary care training dollars produce more physicians who
work in Community Health Centers (CHCs) and serve in the National Health Service
Corps (NHSC) compared to schools without Title VII primary care funding. In spite of an
effort to double the capacity of CHCs between 2002 and 2006, CHCs have found it
difficult to recruit a sufficient number of primary care physicians and have hundreds of
vacant positions.

Programs are Economic Drivers of Cost-savings and Higher Quality

A Health Affairs (April 2004) article found a lower quality of care in states with higher
levels of Medicare spending. The authors from the Dartmouth Center for the Evaluative
Clinical Sciences found that states with more specialists and fewer primary care
physicians had significantly higher costs and lower quality. A small increase in the
number of primary care physicians in a state was associated with a large boost in that
state's quality ranking. Indeed, states at the 75" percentile in number of primary care
physicians per capita recorded Medicare costs $1600 less per Medicare beneficiary per
year and higher quality indicators than states at the 25™ percentile. If all states were to
move to this level of primary care services, higher quality care could be delivered at a
savings of $60 billion or more per year for Medicare patients alone. Increased funding
for Title VI, section 747 could train more family doctors to be available to provide this
much needed high-quality, lower-cost care.

The Government Accountability Office (GAO) and the Medicare Payment
Advisory Commission (MedPAC) have noted research indicating that access to
primary care is associated with better health outcomes and lower health care

costs. The GAO states “Ample research in recent years concludes that the nation’s

over reliance on specialty care services at the expense of primary care leads to a

health care system that is less efficient. At the same time, research shows that
preventive care, care coordination for the chronically ill, and continuity of care ---

all hallmarks of primary care medicine — can achieve improved outcomcs and

cost savings.” *[emphasis added]

According to a report prepared by the National Assacnatlon of Community Health
Centers, The Robert Graham Center, and Capitol Link®, “There is a growing
consensus among the nation’s political and industry leaders that the U.S. health care
crisis has shifted from the realm of the poor and disenfranchised, to the doorstep of
middie-class America.” Additionally, they cite the following:

2 CRS Report to Congress. February 7, 2008 Title VII Health Professions Education and Training: Issues in
Reauthorization (Order Code RL32546)
3 Testimony before the Committee on Health, Education, Labor, and Pensions, U.S. Senate. Primary Care
Professionals: Recent Supply Trends, Projections and Valuation of Services. Statement of A. Bruce Steinwald,
Dlrector Health Care, United States Accountability Office.February 12, 2008 GAO-08-472T

* Access Granted: The Primary Care Payoff, August 2007, National Association of Community Health Centers, The
Robert Graham Center, Capitol Link (pgs -2}
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“If every American made use of primary care, the health care system would
see 867 billion in savings annually. This reflects not only those who do not
have access to primary care, but also those who rely extensively on costly
specialists for most of their care, leading to inefficiencies in the system. More
specifically, the expansion of Medical homes can even more dramatically
Sfacilitate effective use of health care, improve health outcomes, minimize
health disparities, and lower overall costs of care.”

e Another study by the Robert Graham Center”, found that the economic impact of one
family physician to his or her community was just over $900,000 annually. Family
physicians are the specialty most widely distributed throughout the US. Using the data
from their study on the economic impact of family physicians in their communities, they
estimate that family physicians generate a nationwide economic impact of more than $46
billion per year. This is a conservative estimate, and does not include a number of
intangible and other tangible economic benefits of family physicians, such as their
contribution to the generation of income for other local health care organizations such as
hospitals and nursing homes, In addition, while most medical specialties tend to cluster in
urban areas and near academic health centers, family physicians are the specialists that
are most likely to work in the poorest rural and urban areas. These underdeveloped
geographies are also the ones most likely to be medically underserved.

» Multiple studies from the Johns Hopkins Bleomberg School of Public Health have
demonstrated that disparities in health care outcomes due to income inequality and
socioeconomic status are reduced when there is an adequate supply of primary care.

The Agency for Health Care Research and Quality (AHROQ) and the Institutes of Health
(NIH) — Health Care Reform Requires New Areas of Endeavor

Research related to the most common acute, chronic, and comorbid conditions that primary care
clinicians care for on a daily basis is currently lacking., Primary care physicians are in the best
position to design and implement research of the common clinical questions confronted in
practice. Funding should be increased both for the training of primary care researchers and for
this type of clinical research. Such training is necessary to impart critical research skills to the
primary care workforce and to contribute to the body of knowledge necessary to put primary care
on similar footing with other specialties that have established research infrastructures. We are
pleased with the infusion of funding through the ARRA for comparative effectiveness research,
but there is a need to provide new funding directly toward specific clinical and translational
endeavors.

AHRQ: AHRQ supports research to improve health care quality, reduce costs, advance patient
safety, decrease medical errors, and broaden access to essential services. While targeted funding
increases in recent years have moved AHRQ in the right direction, more core funding is needed
to help AHRQ fulfill its mission. We support the request of the Friends of AHRQ which
recommends an FY 2010 base funding level of $405 million, an increase of $32 million over the
FY 2009 level. This increase will preserve AHRQ’s current initiatives and get the agency on
track to a base budget of $500 million by 2013.

*The Family Physician as Economic Stimulus, http://www.graham-center.org/online/graham/home/tools-
resources/directors-corner/de-economic-stimultus.html
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The Institute of Medicine’s report, Crassing the Quality Chasm: A New Health System for the
21 Century (2001) recommended a much larger investment in AHRQ. It recommended $1
billion a year for AHRQ to “develop strategies, goals, and action plans for achieving substantial
improvements in quality in the next 5 years...” AHRQ is critical to retooling the American
health care system.

One of the hallmarks of the Patient-Centered Medical Home is evidence-based medicine.
Comparative effectiveness clinical research, compares the impact of different options for treating
a given medical condition, and is vital to improving the quality of health care. Studies comparing
various treatments (e.g. competing drugs) or differing approaches (e.g. surgery vs. drug therapy)
can inform clinical decisions by analyzing not only costs but the relative medical benefits and
risks for particular patient populations.

NIH: Historically, the NIH has placed little emphasis on the research questions asked by primary
care physicians and in primary care settings. We have been encouraged by the development of
the NIH Roadmap and the Clinical and Translational Science Awards (CTSA), along with the
establishment, in statute, of a funding stream that would make NIH more relevant to where most
people receive care. We support an increase in NIH funding. In addition, we would like to see
some report language that would help NIH ensure that the promise of “bench to bedside™
research truly becomes “bench to bedside to community” — and community to bedside to bench.

We support the inclusion of the following language in the report to accompany the Labor/HHS
appropriations bills for FY10:

“Translational Research has been identified by the former Director of the National Institutes of
Health (NIH) as a road map initiative. The committee supports this effort and encourages NIH
to integrate such research as a permanent component of the research portfolio of each institute
and center. The committee urges NIH to work with the primary care community to determine
how best to facilitate progress in translating existing research findings and to disseminate and
integrate research findings into community practice. Translational research should also
include the discovery and application of knowledge within the practice setting using such
laboratories as practice-based research networks. This research spans biological systems,
patients, and communities, and arises from questions of importance to patients and their
physicians, particularly those practicing primary care. The Committee requests that the
Director of NIH include a progress update in next year’s Budget Justification.”

Conclusion:

As the US moves toward major health care reform, we urge the committee to support programs
needed to ensure the proper supply of primary care physicians and the type of research that will
work together to improve health care outcomes, enhance equity in care, and lower health care
costs. We support increases in these three important programs: health professions primary care
medicine and dentistry training, AHRQ, and NIH.
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Subcommittee on Labor, HHS, Education
and Related Agencies

Witness Disclosure Form
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governmental witnesses to disclose to the Committee the following information. A non-
governmental witness is any witness appearing on behalf of himself/herself or on behalf of
an organization other than a federal agency, or a state, local or tribal government.

l Your Name, Business Address, and Telephone Number:
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Amount of 3rd year award: $127,008

Note: We received approval of un}b/igated carry over funds in the amount of $20,707 bringing
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Mr. OBEY. Thank you very much.

Now let me call on Congresswoman Lowey.

Mrs. LowgeY. Well, thank you. And I am sorry I couldn’t be here,
but, thank you, Chairman Obey, for giving me the privilege of in-
troducing Lindsay Farrell who works fast, talks fast, is doing a
great job in one of my community health centers, and I am very
proud of her.

Lindsay, your work has been an absolutely critical part of the
strategy to keep our community healthy, and we all thank you so
much for appearing before us today.

Thank you, Chairman Obey.

WEDNESDAY, MARCH 18, 2009.

NATIONAL ASSOCIATION OF COMMUNITY HEALTH
CENTERS

WITNESS
LINDSAY FARRELL

Ms. FARRELL. Thank you, Congresswoman Lowey, Chairman
Obey, Ranking Member Tiahrt, members of the Subcommittee.

I am the President and CEO of Open Door Family Medical Cen-
ter located in the suburbs north of New York City in Westchester
County. We operate 8 health centers and serve 32,000 patients.

While Westchester is one of the wealthiest counties in the Coun-
try, the income disparity between the rich and the poor is huge.
More than 55 percent of our patients have no health insurance
whatsoever. The rest of our patients are covered by essential pro-
grams like Medicaid, SCHIP and Medicare. A small number are
covered by commercial insurance, only 3 percent, provided through
their employers.

And so, on behalf of Open Door as well as the 18 million patients
served by community health centers nationwide, I want to thank
you for your unyielding support and for your dedication to our mis-
sion of providing affordable, accessible primary health care to all
Americans. In this time of enormous challenges for our health care
system and our economy, your faith in us and your support
through the Recovery Act will allow us to rise and meet the chal-
lenges and continue to excel.

Over more than 40 years, the Health Centers Program has
grown to become a critical component of our Nation’s primary care
infrastructure.

My health center serves as the family doctor and dentist to peo-
ple who would otherwise have to seek care in hospital emergency
rooms. Because we are open six days a week and evenings or we
are on call 24 hours a day, we prevent countless non-urgent emer-
gency room visits.

Open Door is also dedicated to comprehensive primary and pre-
ventive care. For example, we provide our State’s prenatal care as-
sistance program. Our obstetricians and midwives delivered nearly
600 babies last year.

At Open Door, doctors, dentists, nutritionists and social workers
all work as a health care team under one roof. We are a health
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care home that provides an array of health screenings, works to
prevent disease and treat illnesses, but, importantly, we also strive
to engage patients so that they will do what they need to in order
to be healthy. We know this is the best way to use health care dol-
lars effectively.

We sincerely appreciate the funding increases for the Health
Centers Program that the Subcommittee has approved over the last
several years. This expansion has brought access to care to millions
who were previously medically disenfranchised.

Despite this record expansion, hundreds of communities have
submitted high-quality applications over the past few years for a
new health center that could not be funded. An investment of
$2,600,000,000 for the Health Centers Program in fiscal 2010, the
level authorized in the recently enacted Health Care Safety Net
Act, could expand care to millions of new patients.

Carving out $66,000,000 of that increase for base grant adjust-
ments for existing centers would ensure that we keep pace with ris-
ing health care costs and increasing numbers of under-served pa-
tients.

This funding will also keep the Health Centers Program on a
path toward reaching our goal of servicing 30 million patients by
2015.

I know that the members of the Subcommittee are well aware
that the Health Centers Program is an unprecedented health care
success story. However, the reason I am most proud to be here rep-
resenting health centers nationwide is my own center and the way
we are transforming health care at the grassroots.

Health centers sit at the intersection of private practice and pub-
lic health. We are unique in our vantage point and have much to
contribute to the debate over health care reform.

As Mrs. Lowey heard at her meeting on Monday, I know you
forced to make difficult decisions in these tough times. However,
health centers provide a documented value to the government and
to all who benefit from our services. Please continue your out-
standing support of our efforts once again this year.

Thank you.

[The information follows:]
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Lindsay C. Farrell
President and CEO, Open Door Family Medical Center, inc.
Westchester County, New York

Wednesday, March 18, 2009 2:00 pm

Representing:

Open Door Family Medical Center, Inc.

and the National Association of Community Health Centers, Inc.

Topic:

Ms. Farreill will speak in support of increased funding for the Community Health Centers
program. The Health Centers program is a part of the Department of Health and Human
Services’ (HHS) Health Resources and Service Administration (HRSA). Ms, Farrell’s testimony will
indicate how in her personal experience as President and CEQ of Open Door Family Medical
Center, Inc. continued expansion of the Health Centers program will provide much needed
health care access to underserved areas and populations, improve health, reduce costs, and
enhance value in the heaith care system overall.



303

Testimony of Ms. Lindsay C. Farrell
President and CEO, Open Door Family Medical Center, Inc.
Before the House Appropriations Subcommittee on Labor, Health and Human Services,
Education, and Related Agencies
Wednesday, March 18, 2009 2:00pm
Room 2358 of the Rayburn House Office Building

Introduction

Chairman QObey, Ranking Member Tiahrt, and Members of the Subcommittee:

My name is Lindsay Farrcll, and T am the President and CEO of Open Door Family Medical
Center, Inc. We are located in the suburbs north of New York City in Westchester County, New
York where we operate eight health centers and serve 32,000 patients, What is interesting is that
Westchester is one of the wealthiest counties in the Country, yet income disparity between the
rich and poor is huge-- more than 55% of the people served by Open Door have no health
insurance what so ever, The rest of our patients are covered by essential government programs
like Medicaid, SCHIP, and Medicare and only a small number (3%) are covered by commercial

insurance provided through their employers.

And so, on behalf of the 18 million patients served by community health centers nationwide, as
well as the volunteer board members, staff, and countless members of the health center
movement, I want to thank you for this Subcommittee’s unyielding support for health centers
and your dedication to the health center mission of providing affordable, accessible primary
health care to all Americans. In this time of enormous challenges in our health care system and
our economy, your faith in us and your support through the Recovery Act will allow us to rise
and meet these challenges and continue to excel. With your ongoing support, our cost-effective,

high quality system of care can continue to expand, reaching 30 million Americans by 2015.

About Community Health Centers

Over more than forty years, the Health Centers program has grown from a small demonstration

project to an essential element of our nation’s primary care infrastructure.
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Today, health centers serve as the primary health care safety net in thousands of communities
and, thanks to your support, the federal Health Centers grant program enables more low-income
and uninsured patients to receive care each year. Health centers currently serve as the family
doctor and health care home for one in eight uninsured individuals, and one in every five low-
income children. Health centers are helping thousands of communities address a range of
increasing (and costly) health problems, including prenatal and infant health development,
childhood obesity, chronic ilinesses, mental health, substance addiction, oral health, domestic

violence and HIV/AIDS.

Federal law requires that every health center be governed by a patient majority board, which
means care is truly patient-centered and patient-driven. Health centers must be located in a
federally designated Medically Underserved Area (MUA), and must provide comprehensive
primary care services to anyone who comes in the door, regardless of ability to pay. Because of
these characteristics, the insurance status of health center patients differs dramatically from other
primary care providers. As a result, the role of public dollars is substantial. Federal grant
dollars, which make up roughly twenty-one percent of health centers’ operating revenues on
average, go towards covering the costs of serving uninsured patients and delivering care
effectively to our medically underserved patients. Just over 40% of health centers’ revenues are
from reimbursement through federal insurance programs, principally Medicare and Medicaid.
The balance of revenues come from State and community partnerships, privately insured

individuals, and low-income uninsured patient’s sliding-fee payments,

About Open Door Family Medical Center and Its Impertance to Qur Area

Open Door is an essential health care provider in Westchester County because we are the family
doctor and dentist to people who otherwise would have to seek care in our local hospital
emergency rooms. As you can imagine, our three hospital partners are tremendously supportive
of Open Door because we are open six days a week and evenings, we are on call 24 hours a day
and as a result, we prevent non-urgent emergency room visits. Additionally we provide our
State’s Prenatal Care Assistance Program; our obstetricians and midwives delivered nearly 600
new babies last year. Further, our dentists and hygienists are deeply committed to prevention

and use precious resources wisely- we have sealed the vast majority of our children’s molar teeth
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so they won’t grow up with a mouth full of cavities. Our nutritionists too are determined to
educate about the importance of eating the right foods and the lifetime benefits this will provide
to every family. At Open Door, doctors, dentists, nutritionists and social workers all work as a
health care team all together under one roof. We are a “health care home” that provides
immunizations and an array of health screenings, works to prevent disease, and treat ilInesses.
But importantly, we also strive to engage patients so that they will do what they need to in order

to be healthy. We know this is the best way to use health care dollars effectively.
Funding Background

I know I speak for health centers nationwide when I say how deeply we appreciate the funding
increases for the Health Centers program that the Subcommittee has approved over the last
several years. This expansion effort has brought access to care to millions who were previously
medically disenfranchised. Since 2001, this Subcommittee has nearly doubled the investment in
the Health Centers program. In that time more than 2,600 new health center sites have been
created, and more than 8 million new underserved patients have gained access to care in a health
center. In addition to an overall funding increase, the Subcommittee has also recognized the
importance of keeping existing centers stable by providing base grant adjustments. Iurge you to
continue to support this balanced approach which maintains support for existing centers while

expanding the health centers program to serve new patients and enhance services.

The importance of increased funding that balances our need for base grant growth and expansion
is demonstrated in my own health center. Because we have been caring for increasing numbers
of uninsured patients over the last ten years, our base funding simply has not kept pace with
patient demand and rising costs. While we pursue every competitive grant opportunity we can in
order to continue to enhance and expand our services, and we do a tremendous amount of private
fundraising to bring in as much additional revenue as we can, we have no other stable source of
funds that allow us to keep our services accessible to all who need them. Further, increasing
costs—most notably employee health insurance and highly competitive nursing salaries- have
placed a huge burden on the expense side. Base grant adjustments are absolutely essential in

allowing maximum access for the uninsured of our community.
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Reauthorization

The importance of continuing the health centers expansion has also been recognized by the
Congress as whole. Late last year, in the culmination of a multi-year process, Congress
unanimously passed the Health Care Safety Net Act of 2008. This legislation contains specific
funding targets, which, if realized would grow health centers across the country to serve 30
million patients by 2015. We were immensely proud that this legislation garered unanimous
support in both chambers of Congress, and was signed by former President Bush. When he was

in the Senate, President Obama was also an original co-sponsor of this legislation.

This Year’s Request

Despite the record expansion of the health centers program, hundreds of communities have
submitted applications for a new health center over that last few years that received very high
scores, but could not be funded due to lack of funds. You recognized the overwhelming need and
enthusiastic desire in countless communities to expand these valuable health care services with
your support for operations funding in the Recovery Act. With additional resources, health
centers stand ready to provide our low-cost, highly effective care to millions more individuals
and families in need. Health centers also look forward to health reform, and we are eager to do
our part to ensure that with improved coverage, there is also access to care. Increased resources
for health centers will help to grow the primary care infrastructure that is essential to ensuring
that the government’s investment in reform translates into improved health and weliness for the

nation,

An investment of $2.602 billien for the Health Centers program in Fiscal Year 2010, the
authorized level, could expand this system of care to millions of new patients. Carving out $66
million of that increase for base grant adjustments for existing health centers would ensure that
these centers can keep pace with rising health care costs and rising numbers of underserved
patients. This level of funding in FY2010 will also keep the Health Centers program on a path
towards reaching our collective goal, embodied in the Health Care Safety Net Act, of reaching

30 million patients by 2015.
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Conclusion

T know that the members of this Subcommittee are well aware that the Health Centers program is
an unprecedented health care success story. Entities ranging from OMB to IOM to GAO have
recognized the efficiency and effectiveness of our model. There are also countless published
studies that demonstrate our excellence in chronic disease management, our ability to reduce
health disparities, lower costs, and generally improve outcomes across demographic lines and in

a variety of communities.

However, the reason I am most proud to be hére as the representative of community health
centers nationwide and my own center, Open Door, is the way we are transforming health care at
the grass roots where we sit at the intersection of private practice and public health. Health
centers are unique in their vantage point and have much to contribute to the debate over health
care reform as a result. For example, because we have to do a tremendous amount of reporting
about our clinical outcomes to HRSA, Open Door implemented an electronic medical records
system about a year and a half ago. Today we are realizing the benefits of mining our data to
improve clinical practice. Thanks to HRSA, we are JCAHO Accredited and quite effective at
change management and Performance Improvement. We monitor our clinical care relentlessly to
be sure we are always following evidenced based standards and we publish a clinical report card
regularly to tell the community how well we are doing. We look forward to sharing this data with
other medical practices {the way they do in Wisconsin in Congressman Obey’s district) and
pushing for greater transparency among our medical colleagues. Changing the “medical ecology”
is not as easy as it sounds but at Open Door we believe we will be an agent for change by giving
patients much more information about how well we are delivering value to our community and

the patients who rely on us,

T know the very difficult funding decisions you are forced to make in these tough times.
However, health centers provide a true, documented value to the government and to all who
benefit from their services. Please continue your outstanding support our efforts once again this

year.
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PRESIDENT & CEO

Lindsay Farrell, MBA, FACMPE was appointed President and Chief Executive Officer
by the Board of Directors in October 1998. Since that time, Open Door has grown
significantly adding new sites, programs and technologies to more than double the
number of low-income people served. Home-grown at Open Door where she volunteered
initially and has worked since 1986, Ms. Farrell has been Open Door’s Director of
Operations and Director of Development. As Director of Development, she was
responsible for capital fund drives for major facility expansions. As the Director of
Operations, she led the center’s first JCAHO accreditation. At the request of the Bureau
of Primary Health Care, Ms. Farrell was a member of the expert panel initiating the
patient visit redesign collaborative directed by the Bureau’s Quality Center; she has
significant experience and a commitment to efficient health center operations and
population health management.

Ms. Farrell is a member of the Board of Directors of the Community Health Care
Association of New York State, Hudson Health Plan, Bronx/Westchester Area Health
Education Center and of the Port Chester Council of Community Services. She is also a
member of the Board of Directors of the Florida Health Choice Network. She was Chair
of the Westchester Women’s Agenda.

Ms. Farrell is a graduate of St. Lawrence University and received her Masters in Business
Administration from the Lubin School of Business at Pace University. She is a Fellow in
the American College of Medical Practice Executives and is a professional papers grader.
She has received the Betsey Cook Grassroots Advocacy Award from the National
Association of Community Health Centers, the Paul Ramos Memorial Award from the
Community Health Care Association and New York State and the Sol Feinstone
Humanitarian Award from St. Lawrence University. In December 2008, Westchester
Magazine selected Ms. Farrell as one of Westchester County’s most influential residents.
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165 Main St

Ossining, New York  10562-4702
(914) 502-1450

1. Are you appearing on behalf of yourself or a non-governmental organization? Please
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Open Door Family Medical Center, Inc.
National Association of Community Health Centers, Inc.

2. Have you or any organization you are representing received any Federal grants or
contracts (including any subgrants or subcontracts) since October 1, 20067

[Yes | No
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2009

Open Door FMC NACHC

$2,998,596 BPHC

$237,196 HIV/AIDS Bureau

$328,580 CDC

$100,000 SAMHSA

2008

Open Door FMC NACHC

$2,998,596 BPHC $5,688,721  BPHC

$237,196 HIV/AIDS Bureau $5,877,618  Corp. for National Service
$334,422 CDC $165,976 CDC

$100,000 SAMHSA $735 AHRQ

$50,000 STOP Act

2007

Open Door FMC NACHC

$2,969,861 BPHC $6,375,677 BPHC

$237,196 HIV/AIDS Bureau $6,106,614  Corp. for National Service
$334,422 CcDC $15,139 FDA

$114,121 SAMHSA
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Mr. OBEY. Thank you very much.

And next—I am going to try to get at least one more in before
we have to run to the Floor—National Black Nurses Association,
Dr. Debra Toney.

WEDNESDAY, MARCH 18, 2009.

NATIONAL BLACK NURSES ASSOCIATION, INC.
WITNESS
DR. DEBRA A. TONEY, PH.D,, R.N.

Ms. TONEY. Good afternoon, Mr. Chairman and members of the
Subcommittee.

The National Black Nurses Association requests $215,000,000 for
Title VIII, the Nursing Workforce Development Program.

For 11 years, our Nation has faced a critical nursing shortage
which is expected to last through the next decade. This shortage
threatens the safety and well being of the patients whom we are
charged to care for in our health care systems. The nursing short-
age only exacerbates health disparities among people of color, espe-
cially women and children.

A study by Dr. Peter Buerhaus and others estimates that a half
million new nurses will be needed by 2025. The U.S. Bureau of Sta-
tistics estimates that over 140,000 nursing positions remain vacant
in hospitals, nursing homes, health departments, community
health centers, schools and other work places. Using the State of
California as an example, it is estimated that the State would have
a nursing shortage of 12,000 by 2014.

Many factors contribute to the nursing shortage including: an
aging nursing workforce with the average age of a nurse being 47
years old, 66 percent of the nurse faculty is expected to retire in
the next 5 to 15 years, an aging population demanding access to
high quality, culturally competent health and nursing care, a popu-
lation that has preventable chronic diseases that overwhelm the
nursing workforce and health care systems, leading to high health
care costs.

An investment in Title VIII will support the education and train-
ing of registered nurses at all levels including advanced practice
nurses, nurse faculty and nurse scientists. The use of advanced
practice nurses is critical to the elimination of health disparities,
managing chronic disease and promote adoption of culturally rel-
evant self-care management practices. We must provide funding to
ensure an adequate pipeline of advanced practice nurses if we are
going to improve access to healthcare.

Funding for the Nurse Education Loan Repayment Program is
essential as it allows for new nursing graduates to enter health fa-
cilities deemed to have critical shortages such as departments of
public health, community health centers and disproportionate
share hospitals.

Funding for the education of nurses of diverse backgrounds is
vital to improving the delivery of culturally competent nursing care
to close the health disparities gaps. Studies have shown that people



312

are more comfortable receiving care from providers of similar eth-
nic and cultural background.

In the academic year 2005-2006, the National League for Nurs-
ing found that 88,000 applicants were turned away because of the
lack of capacity such as lack of faculty, lack of technology, low sala-
ries, classroom space, laboratories and limited clinical education
sites. Hospitals and other facilities that are already understaffed
cannot handle the patient workload and facilitate the training of
nursing students.

It has been found in California State Schools of Nursing that
there are more qualified students than there are slots. Moreover,
California associate degree nursing schools use a lottery system to
admit applicants because there are more applicants than there are
openings.

In a report by the National Black Nurses Foundation it was
found that because of the nursing shortage, patient safety issues
become more frequent, there are longer waits for clinical appoint-
ments and admissions into hospitals, staffing for acute care beds
are declining, more medical errors occur, and failure to rescue
events go up.

Without interventions by nurses, the health disparities gap will
only increase.

NBNA is requesting $175,000,000 for the National Institute of
Nursing Research. Nurse scientists conduct clinical and behavioral
research that may be translated into nursing practice. These effec-
tive interventions improve quality of life, offer approaches for self
management, symptom management and care giving.

Moreover, there is a need for more nurses to be trained to design,
implement and lead clinical trials.

I appreciate your time today.

[The information follows:]
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Good afternoon, Mr. Chairman and Members of the Subcommittee,

The National Black Nurses Association applauds President Obama for his commitment to
strengthening, health professional education, community health and the public health
infrastructure.

The National Black Nurses Association (NBNA) requests $215 million for Title VIIi, the
Nursing Workforce Development Program. For 11 years, our Nation has faced a critical
nursing shortage, which is expected to last through the next decade. This shortage
threatens the safety and well being of the patients whom we are charged to care for in our
health care systems. The nursing shortage only exacerbates health disparities among
people of color, especially women and children.

A HRSA report in 2004 projects the need for 1 million nurses, of which only 64 percent
will be met. Another study by Dr. Peter Buerhaus and others estimates that a half million
new nurses will be needed by 2025, The U.S. Bureau of Statistics estimates that over
140,000 nursing positions remain vacant in hospitals, nursing homes, health departments,
community health centers, schools and other work places. Using the State of California
as an example, it is estimated that the State would have a nursing shortage of 12,000 by
2014.

Many factors contribute to the nursing shortage including:
e anaging nursing workforce with the average age of a nurse being 47 years old.

s 66 percent of the nurse faculty is expected to retire in the next 5-15 years, and not
enough nursing students are in the pipeline to fill their roles.

» an aging population, demanding access to high quality, culturally competent
health and nursing care.

» apopulation that has preventable chronic diseases that overwhelm the nursing
workforce and healthcare systems, leading to higher healthcare costs.

An investment in Title VII will support the education and training of registered nurses at
all levels, including advanced practice nurses, nurse faculty and nurse scientists.

The National Black Nurses Association calls on the President and Congress to strengthen
America’s public and community health infrastructure. Too many uninsured and
underinsured people go without primary care or delay utilization of the health care
system due to costs and inequitable treatment.

The use of Advanced Practice Nurses is critical to widening the nation’s safety net and
providing equitable timely primary health care services. These services can contribute to



315

our national goals to eliminate health disparities, manage chronic disease and promote
adoption of culturally relevant self care management practices. We must provide funding
to ensure an adequate pipeline of advanced practice nurses if we are going to improve
access to healthcare.

Funding for the Nurse Education Loan Repayment Program is essential as it allows for
new nursing graduates to enter health facilities deemed to have critical shortages such as
departments of public health, community health centers and disproportionate share
hospitals.

Funding for the education of nurses of diverse backgrounds is vital to improving the
delivery of culturally competent nursing care and to closing the health disparities gap.
Studies have shown that people are more comfortable receiving care from someone of
similar ethnic and cultural background.

In the academic year 2005-2006, the National League for Nursing found that 88,000
applicants were turned away because of the lack of capacity, such as, lack of facuity, lack
of technology, low wages, classroom space, laboratories and limited clinical education
sites. Hospitals and other facilities that are already understaffed cannot handle the patient
workload and facilitate the training of nursing students.

It has been found in California State schools of nursing that there are more qualified
students than there are slots. Moreover, many California associate degree nursing
schools use a lottery system to admit applicants because there are more qualified
applicants than there are openings.

Increasing the level of funding for nursing education has a direct correlation to
eliminating health disparities particularly among communities of color and the Nation.

In a report by the National Black Nurses Foundation it was found that because of the
nursing shortage patient safety issues become more frequent.

There are longer waits for clinical appointments and admissions into hospitals
More medical errors occur

Staffing for acute care beds are going down, and

Failure to rescue events go up

Without interventions by nurses, the health disparities gap will only increase.

The National Black Nurses Association is requesting $175 million for the National
Institute of Nursing Research. Nurse scientists conduct clinical and behavioral research
that may be franslated into nursing practice to improve the quality of care in vulnerable
populations. Establishing initiatives to eliminate health disparities that include
partnering with organizations like the National Black Nurses Association and the
National Coalition of Ethnic Minority Nurse Associations is critical in conducting
research related to equality in healthcare. Financial support is needed to create
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refationships with Historically Black Colleges and Universities and other minority
serving institutions that address research and training directed at the elimination of health
disparities. These effective interventions “improve quality of life, offer approaches for
self management, symptom management and care giving”.

Moreover, there is a need for more nurses to be trained to design, implement and lead
clinical trials. Nurses are an integral part of the clinical trials team, recruiting patients,
implementing protocols, educating patients, helping them with compliance issues related
to their medical regimens, providing follow-up and consultative services.

Our nation must be strategic and intentional about racial and gender focused clinical trials
that are conducted with minority patient populations and communities. These clinical
trials should include nurse lead projects and collaborative interdisciplinary partnerships.

Mr. Chairman and Members of the Committee, I thank you for the opportunity to testify
before you this afternoon.
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Debra A. Toney, PhD, RN
President and CEO
TLC Health Care Services, Inc.

Dr. Debra A. Toney a nurse entrepreneur is the President and CEO of TLC Health Care
Services, Inc. in Las Vegas. Nevada, a licensed home health care agency specializing in
skilled nursing and supportive care services. Dr. Toney created this organization, for the
delivery of culturally competent nursing care, targeted to inner city senjor clients. In
twelve years of its existence, TLC Health Care Services has provided services to over
10,000 patients. TLC is one of only five nurse owned corporations of its type in the state
of Nevada. Dr. Toney’s commitment to quality health care and her belief that people
recover better in their own home was the catalyst for her to develop TLC.

Dr. Toney obtained the following degrees; B.S in nursing from the University of
Oklahoma, in Norman, Oklahoma, M.S. in health services administration from the
University of St. Francis, in Joliet, lllinois, and a Ph.D. in human services with a
specialization in health care administration from Capella University, in Minneapolis,
Minnesota. Dr. Toney is a Robert Wood Johnson Executive Nurse Fellow.

Dr. Toney is active in professional organizations. She is the President of the National
Black Nurses Association, a member of the American Nurses Association, Southern
Nevada Black Nurses Association, Nevada Nurses Association, board member for the
National Coalition of Ethnic Minority Nurse Associations and chair of the advisory
committee for the Nevada State Office of Minority Health. Most recently she was
appointed by the Nevada Majority Leader, Senator Steven Horsford to serve on the
Health Reform Policy Council. She serves on the Nominating Group of the U.S. Food
and Drug Administration, is a member of the National Institutes of Health Advisory
Committee on Research on Women's Health and the Expert Advisory Panel for The Joint
Commission to develop culturally competent hospital standards.

Dr. Toney is involved with a variety of community-based organizations including; Alpha
Kappa Alpha Sorority, Links, Inc., A.L. Pollard Foundation, and the Ovarian Cancer
Association of Nevada. She is the President of the Jourdan Kasey/Karen Lazarus
Foundation named after her younger sister and is dedicated to raising awareness and
educating others regarding early detection of ovarian cancer.

Dr. Debra Toney has been recognized for her contributions to society by numerous
organizations such as The American Legacy Magazine's Multicultural Healthcare Award.

She is published and frequently speaks on leadership, nursing workforce, health
disparities, health policy and clinical practice issues at the national and local levels. Dr.
Toney is a visionary and uses her health care knowledge to help the underserved.
Throughout Dr. Toney’s career she has been an advocate for the underserved and actively
involved with issues related to minority health, health policy and community service,
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Mr. OBEY. Thank you very much.
Next, National Alliance of State and Territorial AIDS Directors,
Heather Hauck.

WEDNESDAY, MARCH 18, 2009.

NATIONAL ALLIANCE OF STATE AND TERRITORIAL
AIDS DIRECTORS

WITNESS
HEATHER HAUCK

Ms. HAUCK. Good afternoon, Mr. Chairman and members of the
Subcommittee.

My name is Heather Hauck. I am the Director of the Maryland
Department of Health and Mental Hygiene’s AIDS Administration.
I am also the incoming Chair of the National Alliance of State and
Territorial AIDS Directors, NASTAD. We represent AIDS directors
and adult viral hepatitis coordinators in all States and territories
in the United States.

Thank you for inviting us to address you today. State AIDS di-
rectors appreciate the opportunity to highlight the needs of State
HIV, STD and viral hepatitis public health programs and thank
the Subcommittee for its longstanding support of these programs.

State and local health department HIV programs work to elimi-
nate health disparities based on race, ethnicity, gender, sexual
identity and class. HIV prevention and care efforts must be aligned
to meet the needs of those who bear the greatest HIV burden in
our United States.

As you are aware and as has been eluded to, States across the
Country are facing significant budget deficits. NASTAD has sur-
veyed the State HIV programs and found that over half of the 36
States responding have received cuts in their State funding and
staff for their programs. The anticipated cuts in State fiscal year
2010 HIV programs funding totals over $87,000,000.

People living with HIV need access to trained HIV clinicians, life-
saving and life-sustaining therapies and a full range of support
services to live healthy lives and to ensure adherence to com-
plicated treatment regimens.

All State Ryan White Part B Base and AIDS Drug Assistance
Programs or ADAPs have reported to NASTAD that we are all see-
ing a significant and in some cases a doubling of new clients seek-
ing HIV care and support services. This is certainly due to a num-
ber of factors including an increase in HIV testing efforts and also
increasing unemployment. The continuing increase in clients and
cuts to State contribution to AIDS Drug Assistance Programs cer-
tainly puts the fiscal future of ADAPs on very uncertain ground.

We respectfully request a minimum increase of $362,000,000 for
State Ryan White Part B Grants which includes an increase of at
least $113,000,000 for the Part B Base and at least $269,000,000
for ADAPs.

NASTAD also supports a $200,000,000 increase for a total of
$610,000,000 for the Minority AIDS Initiative which assists us in
addressing health disparities further.
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Turning from care to prevention, our Nation’s efforts to prevent
HIV must be ramped up. Every 9.5 minutes, someone in the United
States is infected with HIV.

Investing in prevention is cost effective. CDC estimates that
every year there are over 56,000 new HIV infections which result
in approximately $9,500,000,000 in treatment costs.

Unfortunately, over the past 5 years, CDC funding to State and
local health department prevention cooperative agreements has de-
creased by $21,000,000. Additionally, core HIV surveillance funding
has also eroded over the last decade.

While the importance of this data has become paramount for tar-
geting prevention efforts and directing Ryan White resources, CDC
has identified the need for a funding increase of $878,000,000 for
a total funding of $1,600,000,000 for HIV prevention.

NASTAD would respectfully request at least an initial increase
of $249,000,000 in State and local health department HIV preven-
tion and cooperative surveillance agreements.

In addition to testing efforts and additional HIV prevention re-
sources, State HIV programs need resources and flexibility to uti-
lize a range of public health strategies to reduce transmission. We
urge the Subcommittee not to include language banning the use of
Federal funds for syringe exchange programs in the fiscal year
2010 Labor, HHS Appropriation Bill.

We also urge you to eliminate funds for the three separate Fed-
eral abstinence only until marriage programs and, instead, create
a dedicated Federal funding stream of at least $50,000,000 to fund
medically accurate, comprehensive sex education programs.

We certainly also, as representatives for adult hepatitis, would
urge the Committee to increase funding for the Division for Viral
Hepatitis at CDC, and, lastly, we would encourage you to increase
funding for sexually transmitted disease prevention, treatment and
surveillance activities with the State and local health departments.

Thank you.

[The information follows:]
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As the Director of the Maryland AIDS Administration and the incoming Chair of the National
Alliance of State and Territorial AIDS Directors (NASTAD), I respectfully submit testimony for
the record regarding federal funding for domestic HIV/AIDS, viral hepatitis, and STD programs
in the FY2010 Labor, HHS and Education Appropriations legislation. State AIDS directors
appreciate the longstanding support of the House Appropriations Committee for these important
public health programs.

1 have the privilege of having administered state public health HIV programs for both a high
prevalence state —~ Maryland — and a low prevalence state ~ New Hampshire. Therefore, I have
an understanding of the resource needs of small and large state AIDS programs. The mission of
the Maryland AIDS Administration is to reduce HIV transmission in our state and to help
Marylanders with HIV live longer and healthier lives. The Maryland AIDS Administration
administers Maryland’s HIV/AIDS prevention, surveillance, and care programs, which are
funded by federal and state funds.

In this testimony, [ will describe the funding needs of state governmental public health
HIV/AIDS, viral hepatitis, and STD programs. State public health agencies serve an essential
and unique role in the delivery of HIV/AIDS prevention and care and treatment programs. The
agencies are entrusted through U.S. law as the “central authorities of the nation’s public heaith
system” and as such, bear the primary public sector responsibility for health. State public health
responsibilities include disease surveillance; epidemiology and prevention; provisions of primary
health care services for the uninsured and indigent; and overall planning, coordination,
administration, and fiscal management of public health services.

As you craft the FY2010 Labor-HHS-Education Appropriations legislation, we urge you to
consider the following critical funding needs of HIV/AIDS, viral hepatitis, and STD programs:

e $1.6 billion for the Ryan White Part B Program, including $514 million for the Part B Base
and $1.1 billion for the AIDS Drug Assistance Program (ADAP);

e $1.6 billion for CDC’s HIV/AIDS Prevention Program, including an additional $249 million
for state and local health department prevention cooperative agreements to include an
additional $49 million for state and local HIV/AIDS surveillance systems, and the expansion
of the Domestic HIV/AIDS Testing Initiative to additional populations and jurisdictions;

e 350 million for CDC's Viral Hepatitis Prevention Program, including a doubling of resources
for the Adult Viral Hepatitis Prevention Coordinator Program to $10 million.

¢  $16 million for hepatitis B vaccination for high-risk adults through the Section 317 Vaccine
Program;

e $451 million for CDC’s STD Prevention Program for prevention, treatment and surveillance
cooperative agreements with state and local health departments; and

e  $610 million for the Minority AIDS Initiative to enhance capacity in communities of color.

Need for Federal Funding

States across the country are facing significant budget deficits. The Center for Budget and
Policy Priorities has said that 46 states are currently facing budget shortfalls and that 26 states
have made or are proposing cuts to their public health programs. NASTAD surveyed state AIDS
programs and found that over half of the 36 states responding have received cuts in their state
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funding for their programs. The anticipated cuts in state FY2010 AIDS program funding totals
over $87 million for the states responding. The Maryland Department of Health and Mental
Hygiene has been cut by $121 million in state FY2009. State cuis to Maryland’s STD program
have resulted in a 50 percent reduction in Chlamydia screening, while we have the thirteenth
highest rates in the country. Therefore, it is critical that the federal government increase its
commitment to state HIV/AIDS, viral hepatitis, and STD public health programs.

In addition to program funding cuts, states are experiencing a loss in public health capacity due
to reductions in staff positions, freezes in the hiring of new staff, and elimination of vacant
positions, Many states have also instituted furloughs and early retirement programs. Within the
36 states responding to NASTAD’s survey, there arc 263 unfilled positions within state AIDS
programs and 138 positions cut in HIV/AIDS and viral hepatitis programs. In Maryland, we’ve
lost 383 positions in the health department, some of which are HIV/AIDS positions and limit our
capacity to monitor and evaluate our activities.

HIV/AIDS Care and Treatment Programs

The Health Resources and Services Administration (HRSA) administers the $2.2 billion Ryan
White Program that providing health and support services to over 500,000 HIV-positive
individuals. NASTAD respectfully requests a minimum increase of $362 million in FY2010 for
state Ryan White Part B grants, including an increase of at least $113 million for the Part B Base
and at least $269 million for AIDS Drug Assistance Programs (ADAPs). With these funds all
states and territories provide care, treatment and support services to persons living with
HIV/AIDS. People living with HIV need access to trained HIV clinicians, life-saving and life-
extending therapies, and a full range of support services to live as healthy a life as possible and
to ensure adherence to complicated treatment regimens. All states are reporting to NASTAD
that they are seeing a significant increase in the number of individuals seeking Part B Base and
ADARP services - for some states it’s a doubling of new clients per month from the previous year.
This is due to a number of factors including, increased testing efforts and unemployment.

Ryan White Part B Base programs include ambulatory medical services, case management,
laboratory services, and an array of support services. As of October 10, 2008, four states report
that 266 individuals are on either a medical or support service waiting list for services that
include housing, mental health counseling, specialty medical care, and transportation. Five states
report that funding is insufficient to ensure that all eligible patients attend medical appointments
every three months, which is the standard of care. Eight Part B programs are also considering
cost containment measures for their Part B services in light of high demand and reduced funding.

State ADAPs provide medications to low-income individuals with HIV disease who have limited
or no coverage from private insurance or Medicaid. While only three states currently have a
waiting list with 53 individuals, the present fiscal condition of state ADAPs remain fragile. In
FY2008, state ADAPs were relatively stable due to increased state contributions, increased
rebates from drug companies, $39.7 million in ADAP Supplemental grants, transfers of Part B
Base funding into ADAP, and program savings from the Medicare Part D Prescription Drug
Benefit. The continuing increase in clients and the cuts in state contributions to ADAP (one state
has cut their ADAP contribution by $70 million) render the fiscal future of ADAPSs uncertain.

On average, state spending accounts for 21 percent of the total ADAP budget. Additionally, the
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Centers for Disease Control and Prevention (CDC) estimates that their on-going Domestic
HIV/AIDS Testing Initiative will find 20,000 new infections over the next year.

While we are very supportive of the funding increases in recent years for the community health
center (CHC) program, we want to be clear that this hasn’t necessarily translated into more care
for person living with HIV/AIDS. CHCs focus on primary care with most of the HIV/AIDS care
being provided in centers with Ryan White Part C grants.

HIV/AIDS Prevention and Surveillance Programs

At the request of Congress, the CDC developed a Professional Judgment Budget detailing the
needed resources to significantly reduce the number of Americans becoming infected with HIV
each year. CDC identified the need for a funding increase of $878 million for total funding of
$1.6 billion for CDC’s HIV prevention program in FY2010. As Congress strives to reach the
$1.6 billion overall investment in HIV prevention, NASTAD respectfully requests an initial
increase of $249 million in state and local health department HIV prevention and surveillance
cooperative agreements. This would include an additional $49 million for state and local
HIV/AIDS surveillance systems and the expansion of the Domestic HIV/AIDS Testing Initiative
to additional populations and jurisdictions.

An estimated 56,300 new infections occur every year while state and local HIV prevention
cooperative agreements have been cut by $21 million between FY2003 and FY2008. CDC’s
2007 surveillance reports showed a 15 percent increase in HIV diagnoses in the 34 states
included in the national database while CDC’s HIV prevention funding was cut in FY2008 and
flat-funded in FY2009. Additionally, core HIV/AIDS surveillance funding has eroded over the
last decade, while the importance of this data has become paramount for targeting prevention
efforts and directing Ryan White resources.

The nation’s prevention efforts must match our commitment to the care and treatment of infected
individuals. State and local public health departments know what to do to prevent new
infections, they just need the resources. First and foremost we must address the devastating
impact on racial and ethnic minority communities. We must expand outreach and HIV testing
efforts targeting high-risk populations including gay and bisexual men of all races, racial and
ethnic minority communities, substance users, women and youth. But, testing alone can never
end the epidemic. All tools in the prevention arsenal must be supported. Additional resources
must be directed to build capacity and provide technical assistance to enable community-based
organizations and health care providers to implement evidence-based behavior change
interventions, ensure fiscal responsibility and refer partners of HIV-positive individuals to
counseling and testing services.

The Domestic HIV/AIDS Testing Initiative is an important step to increasing knowledge of
serostatus, particularly among African Americans. Currently 25 jurisdictions (20 states and five
cities) receive $36 million for the Expanded Testing Initiative (ETI), including rapid testing, in
clinical settings such as emergency rooms, community health centers, correctional health
facitities, and STD and tuberculosis clinics. Both CDC and NASTAD conducted assessments of
year-one including progress and challenges faced. Following significant scale-up efforts in all
Jurisdictions, 21of the funded jurisdictions conducted 446,503 tests in year one of the ETI.
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Nearly 4,000 new HIV infections were identified, 80 percent of which were in clinical settings.
During the first year, 86 percent of testing occurred in clinical settings. Of the total number of
tests conducted in the first year, 64 percent were administered to African Americans. Seventy

percent of the newly identified infections were among African Americans.

We are requesting that CDC receive sufficient resources to expand the number of jurisdictions
participating in the initiative — all jurisdictions have a need for increased resources for testing if
we are to truly commit to providing access to testing for all individuals who do not yet know
their HIV status. Additional funding would also allow the targeting of additional populations
such as gay and bisexual men of all races and Latinos. Another key component of the initiative
to expand is identification, notification and counseling of partners of persons living with
HIV/AIDS. Partner services are time and resource intensive but maximize prevention efforts.
With twenty-one percent of HIV-infected persons unaware that they have HIV, increased
funding for testing and partner services will avert millions in unnecessary health care costs.

We urge the Subcommittee to not include language banning use of federal funds for syringe
exchange programs in the FY2010 Labor-HHS Appropriations bill. Abundant research,
endorsed by the findings of eight federally commissioned reviews, has conclusively
demonstrated that syringe exchange is effective in reducing the transmission of HIV without
increasing drug use. In communities that fund and support access to sterile injection equipment
using state and local funds, transmission of HIV and hepatitis in persons who inject drugs has
declined as a proportion of all cases by mode of transmission. Unfortunately, state and locally
funded syringe exchange are only reaching a small portion of persons who inject drugs. It’s time
for the federal government to use every tool at its disposal to arrest the further spread of HIV and
hepatitis C.

We also urge you to eliminate funds for the three separate federal abstinence-only-until-marriage
programs. Instead, we request that you create a dedicated federal funding stream of at least $50
million in your 2010 budget to fund medically accurate, comprehensive sex education programs
that teach young people about both abstinence and contraception.

Lastly, we thank you and ask that you continue to limit the funding for the duplicative Early

Diagnosis Grant Program in Section 209 of the Ryan White Treatment Modernization Act of

2006. This program is a carve out of limited HIV testing resources when there is already $10
million dedicated to perinatal prevention.

Viral Hepatitis Prevention Programs

NASTAD respectfully requests an increase of $36.4 million for a total of $50 million in FY2010
for the CDC’s Division of Viral Hepatitis (DVH) to enable state and local health departments to
provide basic core public health services. DVH currently receives $18.3 million to address
chronic viral hepatitis B and C impacting 6.2 million Americans. This is $7 million less than its
peak funding of $25 million in FY2001. Currently CDC addresses viral hepatitis on outbreak at
a time, which is neither cost-effective nor real prevention.

Of the DVH funding, $5.2 million is used to fund the Adult Viral Hepatitis Coordinator Program
with an average award to states of $90,000. Doubling this program to $10 million would allow
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states to implement a hepatitis prevention strategy. The coordinator position receives precious
little above personnel costs, leaving little to no money for the provision of public health services
including public education, hepatitis counseling, testing, and hepatitis A and B vaccine. In
addition, there are no funds for surveillance of chronic viral hepatitis, which would allow states
to better target their limited resources. Given the recent hepatitis public health crises in Nevada
and New York, the government has a choice - invest in prevention now or wait until public
systems are overwhelmed by a lack of infrastructure to address future outbreaks.

The greatest remaining challenge for hepatitis A and B prevention is the vaccination of high-risk
adults, High-risk adults account for more than 75 percent of all new cases of hepatitis B
infection each year and annually result in an estimated $658 million in medical costs and lost
wages. In FY2007, CDC allowed states to use $20 million of 317 Vaccine funds to vaccinate
high risk adults for hepatitis B and $16 million in FY2008. By targeting high-risk adults,
including those with hepatitis C, for vaccination, the gap between children and adults who have
not benefited from routine childhood immunization programs can be bridged. NASTAD
requests a continuation of the $16 million in Section 317 Vaccine funds in FY2010 for hepatitis
B vaccination for high-risk adults with the request that in the future DVH receives dedicated
funding for hepatitis A and B vaccine for high risk adults and funding to support the
infrastructure necessary for vaccine delivery.

STD Prevention Programs

NASTAD supports an increase of $299 million for a total of $451 million in FY2010 for STD
prevention, treatment and surveillance activities undertaken by state and local health
departments. STD prevention programs at CDC have been cut by $6 million since FY2004
while the number of persons infected continues to climb. The U.S. has the unwanted distinction
of having the highest rates of STDs of all industrial nations with one in four adolescent girls in
the U.S., or more than 3 million, having an STD. The rates of syphilis infection have increased
for the seventh year in a row. In one year, our nation spends over $8 billion to treat the
symptoms and consequences of STDS. Additional federal resources are needed to reverse these
alarming trends and reduce the nation’s health spending.

Minority AIDS Initiative

NASTAD also supports a $200 million increase for a total of $610 million for the Minority
AIDS Initiative (MAI) in FY2010. The MAI provides targeted resources to four agencies and
the Office of the Secretary to address the HIV/AIDS epidemic in hard-hit communities of color.
The data from CDC on the disproportionate impact on African Americans and Latinos continues
to be alarming. Support for the MAI along with the traditional funding streams that serve these
populations is essential.

As you craft the FY2010 Labor, HHS and Education Appropriations bill, we ask that you
consider all of these critical funding needs. The Maryland AIDS Administration and the
National Alliance of State and Territorial AIDS Directors thank the Chairman, Ranking Member
and members of the Subcommittee, for their thoughtful consideration of our recommendations.
Our response to the HIV, viral hepatitis and STD epidemics in the United States defines us as a
society, as public health agencies, and as individuals living in this country. There is no time to
waste in our pation’s fight against these infectious and often chronic diseases.
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Heather Hauck, MSW, LICSW
2009 Biography

Heather Hauck is the Director of the Maryland Department of Health and Mental Hygiene AIDS
Administration. The Maryland AIDS Administration leads statewide public health efforts to reduce
HIV transmission in Maryland and to help Marylanders with HIV/AIDS live longer and healthier lives.
The Maryland AIDS Administration accomplishes its mission by working with public and private
partners to develop and implement comprehensive, compassionate, and high quality services for both
prevention and care.

Ms. Hauck is currently the Chair-Elect of the National Alliance of State and Territorial AIDS Directors
(NASTAD) and has been a member of the organization since 2003. She serves on NASTAD’s
Executive Committee, Membership Committee, and the NASTAD Global Program Ethiopia team.

Prior to joining the Maryland AIDS Administration, Ms. Hauck was an independent consultant
providing technical assistance to hospitals, national associations, and state public health agencies on
HIV program development issues. She served as the Section Chief of the New Hampshire DHHS
Division of Public Health STD/HIV Section in Concord, NH from 2003 to 2006. Prior to her work in
New Hampshire, Ms. Hauck was a co-director and a social worker in the Washington Hospital Center
Social Work Department in Washington, D.C. Ms. Hauck began her work in HIV in 1992 with the
Coalition of Labor Union Women providing training and education materials on HIV and women. She
has a Master of Social Work degree from the National Catholic School of Social Service, Catholic
University of America in Washington, D.C.
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Mr. OBEY. Thank you.

We have a dilemma. We have three people left on the sheet, and
with the number of votes that are occurring it could be as much
as an hour before we get back here. So I am going to ask you what
you want to do.

We can either give each of you the opportunity to summarize
your statement in about a minute, so that everybody gets a chance
to say something, or we can ask that you simply hold it until we
get back in about an hour. What is your choice?

Mr. WRIGHT. I will take a minute.

Mr. OBEY. All right. Grab the mic.

You are David Wright?

Mr. WRIGHT. David Wright, yes, sir.

Mr. OBEY. Do we have Charmaine Ruddock and Robert Pestronk
in the room?

Ms. RUDDOCK. Yes.

Mr. OBEY. What are your choices?

Mr. PESTRONK. I will do it in a minute.

Mr. OBEY. Okay.

Ms. Ruppock. I will as well.

Mr. OBEY. All right. Let’s try to do it in one minute.

WEDNESDAY, MARCH 18, 2009.

ALLIANCE FOR BIOSECURITY
WITNESS
DAVID P. WRIGHT

Mr. WRIGHT. Thank you very much, Mr. Chairman and members
of the Subcommittee.

I am here today on behalf of the Alliance for Biosecurity. The Al-
liance is a consortium that includes the Center for Biosecurity from
the University of Pittsburgh and about 13 biopharmaceutical com-
panies.

The Alliance is here today to request that the Subcommittee pro-
vide $1,700,000,000 in their fiscal year 2010 appropriation for
BARDA specifically to support advanced development of medical
countermeasures against bioterrorism.

This is a large amount of money. However, bioterrorism is real.
In the recent report by the bipartisan Commission on the Preven-
tion of Weapons of Mass Destruction, it was predicted that in 2013
a weapon of mass destruction is most likely to be used during that
time and will be a biological agent.

We need to support biodefense and in a way that is consistent
with the way we support our troops. This is very much needed, and
I look forward for an opportunity to talk to you about this in the
future.

Thank you.

[The information follows:]
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Summary

The Alliance for Biosecurity respectfully requests that the Subcommittee provide $1.7
billion in FY 2010 in the Public Health and Social Services Emergency Fund for medical
countermeasure advanced research and development. This would allow the Biomedical
Advanced Research and Development Authority (BARDA) within the Department of
Health and Human Services (HHS) to effectively support development of drugs,
vaccines and other medical countermeasures needed to protect Americans from
bioterrorism and other catastrophic health emergencies.

Bioterrorism and emerging infectious diseases present an extraordinary and potentially
grave threat to public heaith and national security. One of the most effective ways to
improve our national preparedness for these threats is through the development of
medical countermeasures that can be distributed in the event of an emergency. The
federal government has a central role to play in developing these medical
countermeasures, and in BARDA it has an effective tool for doing so. We very much
appreciate the Subcommittee’s consideration of our views, and we stand ready to work
with Subcommittee members and staff on this and other biosecurity matters.
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Investing in Innovation to Strengthen Biosecurity, Create Jobs, & Advance Drug
Development

Biosecurity is a Critical National Security Challenge

The Alliance for Biosecurity appreciates the opportunity to submit written testimony to
the House Labor, Health and Human Services, and Education Appropriations
Subcommittee. The Alliance is a collaboration between the Center for Biosecurity of the
University of Pittsburgh Medical Center (UPMC) and biopharmaceutical companies
working to develop vaccines and medicines for our nation’s civilian Strategic National
Stockpile (SNS) and the US military. The Alliance mission is to work in the public
interest to promote a robust and sustainable research and development infrastructure
necessary to prevent and treat chemical, biological, radiological, and nuciear (CBRN)
threats as well as infectious diseases that present security challenges in the 21st
Century. To ensure that we have the funds necessary to develop safe and effective
countermeasures, the Alliance requests that the Subcommittee consider providing $1.7
billion in 2010 for the Biomedical Advanced Research and Development Authority
(BARDA).

The United States is engaged in an important national security effort to support the
development and manufacture of new drugs, vaccines, and diagnostic tests needed to
protect Americans from CBRN and emerging infectious disease threats. Currently,
medical countermeasures for many of the agents of greatest concern do not exist. Until
these medical countermeasures are developed, manufactured and stockpiled, our
country will remain vulnerable to terrorist attacks.

The December, 2008 report of the Congressionally established Commission on the
Prevention of Weapons of Mass Destruction Proliferation and Terrorism found that “it is
more likely than not that a weapon of mass destruction will be used in a terrorist attack
somewhere in the world by the end of 2013,” and that “terrorists are more likely to be
able to obtain and use a biological weapon than a nuclear weapon.” Along similar lines,
in November of 2008 the National Intelligence Council reported that “one of {its] greatest
concerns continues to be that a terrorist might acquire and employ biological agents, or
less likely, a nuclear device, to create mass casualties.”

These findings reflect the fact that bioterrorism represents one of the direst threats to
national security. Bioterrorism is on par with nuclear terrorism in terms of lethality, but
far more iikely given the lower technological thresholds to create and deploy a biclogical
agent. Medical countermeasures must be created in order to reduce our vulnerability to
this very real threat. For now, however, the United States remains vulnerable to
biological threats, both because (1) many of the medical countermeasures that the US
has identified as essential to procure have not yet completed development; and (2) the
potential list of biological threats is growing, driven by the ongoing revolution in the life-
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sciences that opens doors to the development of new and potent bioengineered threats.
Addressing threats posed by known and unknown bioterror pathogens, pandemic
influenza, and other destabilizing emerging infectious diseases requires sustained
investment and creative partnerships between government, industry, and other
stakeholders. Already, there have been extraordinary advances achieved through
government investment and partnership with industry with respect to preparedness for
pandemic influenza. A similar collective endeavor is not only critical to biosecurity, but it
also presents opportunities to leverage cutting edge innovation in the biodefense space
to advance and rapidly accelerate drug development for a broad range of emerging
infectious diseases in the US and around the world.

Government Resources

New drug development is an extraordinarily time and resource-intensive process that,
on average, requires 10-15 years and approximately $800 million from start to finish for
one product’. Development is also high-risk: 80% of all candidates that enter clinical trail
fail to attain FDA approval. This process is especially complicated in the case of
medical countermeasures, due to a number of factors including the ethical impossibility
of human efficacy trials in many cases, the lack of established animal models, and the
uncertainty surrounding the FDA animal efficacy rule. Most importantly, because many
of these products have either a limited commercial market or no commercial market
whatsoever, raising private capital for product research and development is extremely
difficult, and often impossible.

Congress has recognized some of these challenges and addressed them by creating
effective tools to meet the nation’s biosecurity needs, including Project BioShield and
BARDA within HHS. Project BioShield is a federal program established in 2004, which
provided special authorities to HHS to allow the procurement and stockpiling of medical
countermeasures against the CBRN agents. Congress provided Project BioShield with
a $5.6 billion appropriation through FY 2013 for this purpose, an adequate initial level
given current medical countermeasure availability. However, fully furnishing the SNS
will eventually require additional funds, particularly if the existing appropriation is drawn
down to fund other priorities. Several critical medical countermeasures, including those
for use against anthrax, radiological and nuclear agents, and botulinum toxin, have
already been acquired with Project BioShield funds. But as of the midway point of FY
2009, $3.7 billion of the BioShield appropriation remains unobligated. This is because
only a few countermeasures are advanced enough for procurement. Many of those that
are in the later stages of development are stalled due to lack of government funding.
Developing countermeasures requires a partnership with the government, because in
most cases the government is the only customer and the markets are small.
Consequently, it is often not possible for companies to attract and sustain the private
investments required to fund a company's R&D for the many years of work required
before BioShield procurement becomes possible. This is, unfortunately, not simply an
academic problem: the development risk attached to creating medical countermeasures
has already begun to undermine the goals of Project BioShield.
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BARDA was established in 2006 through the Pandemic and All-Hazards Preparedness
Act (PAHPA) to address this problem. BARDA leads and coordinates MCM initiatives
across the federal government and was set up to provide advanced development
funding for promising medical countermeasures. Specifically, BARDA bridges the
funding gap between early-stage research and the ultimate procurement of products for
the national stockpile under Project BioShield. Early-stage research is often supported
by the National Institutes of Health (NIH), and for this reason the Alliance supports
robust funding for NIH and the National Institute for Allergy and Infectious Diseases,
which perform much of the basic biomedical research critical to the development of
medical countermeasures. The gap between this early-stage research and BioShield
procurement — often referred to as the “Valley of Death” — is where many promising
technologies and products have languished as the result of scarce resources. By
partnering with private industry and providing financial support, BARDA can reduce the
development risk entailed in medical countermeasure research, thereby helping to
mitigate the disincentives associated with countermeasure development, and ultimately
improving our national readiness posture with regard to a chemical, biological,
radiological or nuclear attack.

BARDA is ready to effectively deploy the $1.7 billion we are recommending for FY 2010.
It has already made significant advances despite more limited funding, particularly since
coming under the successful leadership of Director Robin Robinson in the spring of
2008. Dr. Robinson previously ran HHS’s highly successful pandemic influenza medical
countermeasure program and exhibited a superb ability to partner with the private
sector and manage complex drug development programs. The Alliance views Dr.
Robinson as an able administrator and manager, and a strong leader in the field of
public health preparedness and drug development. As Director, Dr. Robinson has
described a vision of using BARDA’s investments in medical countermeasures for
CBRN threats to improve overall development of drugs and vaccines for influenza and
emerging infectious diseases. After an initial ramp-up period, BARDA has begun to
move aggressively to fulfill its mandate. BARDA has brought in over 200 expert
personnel, and in September of 2008 alone it awarded seven contracts to advance the
development of products to treat patients with heavy radiation exposure. In the period
since its creation in December of 2008, BARDA has awarded contracts to support the
advanced development of vaccines for Ebola and Marburg hemorrhagic fevers,
antibiotics for plague and tularemia, and an immunoglobulin and a range of antitoxins
for the treatment of anthrax.

BARDA is an effective, agile organization that appreciates the urgency of the challenge
it confronts, and is making significant contributions to the development of new medical
countermeasures against CBRN threats, pandemic influenza, and emerging infectious
diseases. There is now an enomous opportunity to leverage BARDA's largely untapped
potential. A level of BARDA funding more reflective of the magnitude of the threat of
CBRN terrorism and emerging infectious disease would improve our nation's security
against weapons of mass destruction, stimulate the biotech sector, drive biomedical
science forward, and ensure our country’s continued global leadership in this critical
field. Increased funding would also take advantage of BARDA’s potential as an engine
of innovation to support development of new science, technology platforms, and

4 -
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accelerated development processes that could be applied to a range of medicines and
vaccines against infectious diseases.

Requested BARDA funding level

BARDA was initially authorized at $1.07 billion over three years, and Congress has
provided $476 million for BARDA since its creation in December 2006. The
Subcommittee is to be commended for its efforts to improve our nation’s preparedness
by dedicating resources to this critical program, and the Alliance is deeply appreciative
of the Subcommittee’s support for this national security priority. We also thank the
Subcommittee for its efforts to include substantial funding for BARDA in the American
Recovery and Reinvestment Act of 2008.

However, available data suggests that increased BARDA funding could significantly
expedite medical countermeasure development. A recent independent analysis by the
Center for Biosecurity” estimated that $14 billion through FY 2015 in advanced
development funding for BARDA would be required to have a 90% chance of ultimately
developing just one successful medical countermeasure for each of the eight
biodefense requirements set forth in HHS’s PHEMCE Implementation Plan”. increased
funding would advance the day when our nation has access to these countermeasures;
until that day arrives, the American people remain vulnerable.

Furthermore, we note that a funding increase would have an immediate and significant
stimulative impact on the biodefense industry, as well as on the US economy. Biotech
firms, were they to receive increased BARDA funds in FY 2010, could immediately
begin putting these resources to work. The U.S. Bureau of Economic Analysis
estimates that each new biotech job results in the creation of 5.8 additional jobs in other
industries. For every dollar of labor earnings or output in the biotech sector, another
$2.90 or $1.70, respectively, are produced in other parts of the economy.

Finally, it is important to understand that a sustained effort by industry and government
to produce vaccines and therapeutics for the strategic national stockpile will only be
possible with a long-term commitment to funding by the federal government. The
nation’s biodefense procurement goals will not be achieved with a one-year
appropriation. A sustained leve! of funding is necessary for the US to have a
reasonable chance of meeting its stated commitment to national biosecurity.

To address our nation's ongoing vulnerability and to provide needed economic stimulus,
we urge you to consider funding BARDA at $1.7 billion in FY 2010. We recognize that
FY 2010 may prove to be an austere fiscal environment given the current economic
situation and associated federal spending. But developing new medical
countermeasures, while expensive in health budget terms, is dwarfed by traditional
national security budgets. Investment in BARDA will enable it to improve our national
security and benefit research and development with broader application to emerging
infectious diseases. Without sufficient funds, promising products will languish and the
nation will remain vuinerable,
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We thank you for your consideration, and we look forward to working with you and the
Subcommittee to increase our country's preparedness against biological weapons.

' Global Trends 2025: A Transformed World (NIC 2008-003). Washington, DC: National
Intelligence Council. November 2008
hitp://www.dni.gov/nic/PDF_2025/2025_Global_Trends_Final_Report.pdf. Accessed
February 10, 2009.

" DiMasi, J.A. et al, 2003. The Price of Innovation: New Estimates of Drug Development
Costs. Journal of Health Economics 22, 151-185.

" Matheny, J., Mair, M., and Smith, B. T. 2008. Cost/Success Projections for US
Biodefense Countermeasure Development. Nature Biotechnology. 26:981-983.

¥ PHEMCE is the Department of Health and Human Services' Public Health Emergency
Medical Countermeasure Enterprise Implementation Plan for Chemical, Radiological
and Nuclear Threats.
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March 18, 2009

Mr. Chairman, Members of the Subcommittee: | welcome the opportunity to testify
before you today on behalf of the Alliance for Biosecurity on the critical need for
adequate funding for the development of CBRN countermeasures in the Fiscal Year
2010 budget.

1 am David Wright, Co-chair of the Alliance for Biosecurity and President and Chief
Executive Officer of PharmAthene. PharmAthene is a biotechnology company
specializing in the development and commercialization of biological and chemical
defense countermeasures. The Alliance for Biosecurity is a consortium that includes
the Center for Biosecurity of the University of Pittsburgh Medical Center and 13
biopharmaceutical companies.

The Alliance is here today to request that the Subcommittee provide $1.7 billion in the
FY 2010 appropriation for the Biomedical Advanced Research and Development
Authority --BARDA, specifically to support advanced research and development of
medical countermeasures. Protecting our nation against bioterror threats is no less
important than ensuring that we have the tools necessary to fortify and protect our
military. However, funding for the development of CBRN countermeasures, particularly
in the area of advanced development — often referred to as the “Valley of Death” — has
been woefully inadequate. Without adequate funding, promising countermeasures will
not be developed and the nation will remain vulnerable to a bioterror attack —~ and make
no mistake a bioterror attack is a real and credible threat. The recent report by the
bipartisan Commission on the Prevention of Weapons of Mass Destruction Proliferation
and Terrorism predicted a terror attack somewhere in the worid by 2013 using a
weapon of mass destruction, most likely a biological agent.
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Promising countermeasures do exist. For example, Alliance companies are developing
new vaccines and therapies to combat anthrax, botulism and plague. Several of our
companies have aiready delivered important anthrax and smallpox countermeasures to
the country’s Strategic National Stockpile, but most countermeasure products are in the
early stages of development. The core group of companies in the biodefense space is
small and the number of procurable products few. New drug development is a time
consuming and resource-intensive process that requires 10-15 years and approximately
$800 million from start to finish for just one product. Adequate funding will both expand
the pool of companies developing biodefense products and the number of promising
products available to protect the American people.

It will also increase job creation. The U.S. Bureau of Economic Analysis estimates that
each new biotech job results in the creation of 5.8 additional jobs in other industries.

For every dollar of labor eamings in the biotech sector, another $2.90 is produced in
other parts of the economy.

Developing new medical countermeasures, while expensive in health budget terms, is
dwarfed by traditional national security budgets. Sustained investment in BARDA is
required to improve our national security and benefit research and development with
broader application to emerging infectious diseases. A one year fix will not achieve our
long-term goal of national biosecurity.

Before | close my remarks, | would like to take a moment to acknowledge and thank
Chairman Obey and the Subcommittee for your commitment to biodefense. We
appreciate the funding included in the FY 2009 HHS appropriation for BARDA and your
efforts to include substantial funding for BARDA in the American Recovery and
Reinvestment Act of 2009,

We thank you for your consideration, and we look forward to working with you and the
subcommittee to increase our country’s preparedness against biological weapons and
other biosecurity threats.

" DiMasi, J.A. et al, 2003. The Price of Innovation: New Estimates of Drug Development Costs.
Journal of Health Economics 22, 151185
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David P. Wright
President & Chief Executive Officer

Mr. Wright joined PharmAthene as President and Chief Executive Officer in July 2003. Prior to
joining PharmAthene, Inc he served as President and Chief Operating Officer of GenVec Inc, and
previously President and Chief Business Officer of Guilford Pharmaceuticals. Mr. Wright served
as Executive Vice President for MedImmune, Inc from 1990 to 2000 where he was responsible
for building Medimmune's commercial operation and growing product sales from $0 to over
$400 million per year. Additionally he has held various marketing and sales positions at
pharmaceutical companies including Smith-Kline & French, G.D. Searle, and Glaxo. Mr. Wright
received his Master of Arts in Speech Pathology and Audiology from the University of South
Florida.
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Mr. OBEY. All right. Thank you, and I apologize for cutting you
short.
Next, Charmaine Ruddock.

WEDNESDAY, MARCH 18, 2009.

NATIONAL REACH COALITION

WITNESS
CHARMAINE RUDDOCK

Ms. RUDDOCK. Good afternoon, Chairman Obey, Ranking Mem-
ber Tiahrt and other members of this distinguished Committee.

I am Charmaine Ruddock, Project Director for the Bronx Health
REACH New York program funded by the CDC. My testimony
today is on behalf of the National REACH Coalition, which rep-
resents more than 40 communities and coalitions in 21 States,
working to improve the health of African Americans, Asian Pacific
Islander, Native American and Latino populations and commu-
nities.

Expanding funding for REACH programs provides a sound
science-based approach that improves the health of these commu-
nities while also rebuilding infrastructure, creating jobs and stimu-
lating the local economy.

In 2007, more than 200 communities applied for funding in the
last CDC REACH program application cycle, but only 40 were
funded. Of the 160 who applied that were unfunded, 42 alone were
from States and districts from members on this Committee.

REACH communities have spent the last decade leveraging CDC
funding with public-private partnerships to effectively address
health disparities. Using innovative science-based approaches, we
have demonstrated that health disparities, once considered ex-
pected, are not unsolvable.

Thank you.

[The information follows:]
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The National REACH Coalition

Witness Name: Charmaine Ruddock
Title: Project Director
City, State: Bronx, New York

Institutional Affiliation: REACH US Grantee, Bronx Health REACH at the Institute for Urban Family
Health

Hearing Date: March 18, 2009
Hearing Time: 2:00 PM
Organization: Nationa] REACH Coalition

Summary of Testimony: I will be testifying on behalf of the National REACH Coalition, which
represents the over 40 community and faith-based organizations, academic institutions and researchers in
state and local health departments who work daily to eliminate racial and ethnic health disparities
REACH US programs are the comerstones of their communities; they have been rigidly evaluated and
have proven their effectiveness in decreasing health disparities in some of the nation’s most underserved
communities, REACH US began as the REACH 2010 inttiative, a federally funded demonstration project
coordinated through the Centers for Disease Control and Prevention (CDC). REACH 2010 was designed
to develop and demonstrate effective strategies and community-based interventions to improve health
outcomes among racial and ethnic minority communities. Today, REACH US programs work in
communities across the country to provide coordination and leadership for the advancement and
translation of community-based participatory research into evidenced-based practices, policies and
community empowerment. REACH programs are on the front lines in fighting chronic disease and other
health disparities among our racial and ethnic minority communities; when REACH programs are
underfunded, so too is the health of that community. REACH US is currently funded at $35.4
million. The current REACH US programs are using this funding to invest and grow their
communlities, but many more communities across the U.S do not have a REACH program. In
2007, 200 communities applied for REACH funding but only 40 were funded. Increased funding
would help to fund these “ready to go” projects and would help to fight health disparities in

many more communities throughout the United States.
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NATIONAL REACH coaLrrion
FOR THE ELIMINATION OF HEALTH DISPARITIES

March 18, 2009
Testimony By
Charmaine Ruddock

Good afternoon Chairman Obey, Ranking Member Tihart and other members of this
distinguished Subcommittee. Thank you for the opportunity to testify before you today. 1 am
Charmaine Ruddock, with the Institute for Family Health in New York, a family practice model
network of health centers. serve as Project Director for the Institute’s Bronx Health
REACH/New York CEED program funded by the CDC. I am pleased to share with you the
results of a remarkable program that with limited federal dollars has shown a large return on
investment.

My testimony today is on behalf of the National REACH Coalition, which represents
more than 40 communities and coalitions in 22 states working to eliminate racial and ethnic
health disparities and improve the health of African American, Asian Pacific Islander, Native
American and Latino populations and communities. The coalition is an outgrowth of the Racial
and Ethnic Approaches to Community Health (REACH) 2010 initiative, started a decade ago
by the Centers for Disease Control and Prevention (CDC). As a REACH grantee, I've seen this
unique community-based program achieve positive health outcomes in cardiovascular disease,
diabetes, breast and cervical cancer, hepatitis B, adult immunization, tuberculosis, asthma and

infant mortality with limited federal investment.

Today’s economic crisis is severely straining our American families and communities

and continues to widen the health disparities gap. Expanding funding for REACH programs
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provides a sound, science-based approach that improves” the health of these communities while
also rebuilding the infrastructure, creating jobs and stimulating the local economy. To put it
simply, REACH programs give you the best bang for your buck.

We know that providing access to health care is only a partial answer. In our
communities, health insurance does not ensure access to a quality provider, or an ability to pay
for medications. Even with these items in place, community and environmenial disadvantages
continue to contribute to health disparities. Studies have shown Black and Latino neighborhoods
have fewer parks, green spaces, gyms, recreational centers, swimming pools and safe places to
walk, jog. bike or play than white neighborhoods. Nationally, 50% of African American
neighborhoods lack access to a full-service grocery store or supermarket.’ 1t°s difficult to eat
right in neighborhoods where fast-food outlets, liguor stores and convenience stores dominate
over supermarkets or other sources of affordable, nutritious food.

Having worked with the Bronx REACH program since its inception, | can tell you first
hand that health disparities are NOT intractable. The 2003 GAO report, Health Care:
Approaches (o Address Racial and Ethnic Disparities identified REACH as one of the nation’s

most effective programs in addressing health disparities. The data are compelling. For example:

= The rate of cigarette smoking among Asian American men in REACH communities
decreased from 42% in 2002 to 20% in 2006, dipping below the national average for
the overall U.S. population.

* In 8 years, the proportion of African American women who received mammography
screenings increased from 29% to 61%, surpassing the rate for white women by 13%.

* Since 2002, the cholesterol screening rate for Hispanics in REACH communities has
surpassed the national rates for Hispanics.

' Flournoy,R.; “Regional Development and Physical Activity: Issues and Strategies for Promoting Health Equity,”
PolicyLink, Oakland, CA, November 2002, p.10
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These dramatic changes are taking place in your communities and others across the
United States. REACH is a time-tested 8-component model that includes the following core
principles: Trust, Empowerment, Culture and History, a Focus on the Underlying Causes,
Community Investment and Expertise, Trusted Organizations, Community Leadership and
Ownership, Sustainability and Hope. The uniqueness of this REACH model is that we address
and create a community intervention based upon that community’s own assessment and response
to their health problem(s). REACH programs are the cornerstones of their communities” eftorts
to effectively address the elimination of health disparities and promote positive health outcomes.

Here are some specific examples from some of your communities:
At my REACH site. the Bronx Health REACH Coalition, we have worked with more than

40 community and faith based organizations to among many things; improve residents’ access to
healthy foods. As a result, New York City schools have switched from whole milk to low fat
milk, neighborhood grocers carry low-fat mitk and healthier snacks, and local restaurants
highlight their healthy menu options.

In Birmingham Alabama, the REACH Breast and Cervical Cancer Coalition launched
a patient navigatjon program to increase screening rates for African American women
throughout the state. As a result, the black/white mammography gap has been reduced by 76%
across the 8-county region.

In Los Angeles California, the Community Health Councils’ African Americans
Building a Legacy of Health coalition has improved food and physical activity options through
zoning and land use policy change. Through these efforts, the Los Angeles City Council

recently adopted an ordinance to limit the proliferation of fast food restaurants while also
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providing incentives to healthy food retailers to encourage them to locate in disadvantaged areas,
paving the way for two new grocery stores.

In Santa Clara County, the University of California, San Franecisco Vietnamese
REACH for Health Initiative Coalition reports that 48% of Vietnamese women who had never
had a Pap test got one after REACH lay health workers provided culturally appropriate health
education and assisted the women with navigating their local healthcare system. The overail
percentage of Vietnamese American women receiving pap tests has increased by 15%.

In TUinois, the Chicago Department of Health, REACH/Lawndale Health Promotion
Project has conducted more than 7,000 assessments for diabetes and heart disease risk among
community residents. Nine hundred residents were referred to local health agencies for medical
care and 350 residents with diabetes or heart disease received case management services, which
sharply increased their use of health screenings.

In Oklahoma the Choctaw Nation Core Capacity Building Program has successfully
worked with its partners to create 12 community coalitions to raise awareness about heart disease
prevention, improving access to care, and assessing the health needs of each community.

In conclusion, REACH communities have spent the last decade leveraging CDC funding
with public private partnerships in order to effectively address health disparities. Using
innovative science-based approaches we have demonstrated that health disparities once
considered expected are not intractable. REACH has provided a sound return on investment, but
we could do a lot more. In 2007, more than 200 communities applied for funding in the last
CDC REACH program application cycle, but only 40 were funded. Of the 160 who applied and
were unfunded, 42 alone were from states and districts from members on this committee. As you

can see on the map, there are large sections of our country where no REACH program is
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available to address health disparities. With enhanced and sustained funding for REACH US the

elimination of racial and ethnic health disparities is within our -- REACH.

Thank you for this opportunity to present this testimony. | look forward to your

questions.

Racial and Ethnic Approaches to Community Health (REACH U.S.) 2008

REACH Communities, 2007

States without REACH Funding

Alaska Maryland Oregon
Arkansas Minnesota Rhode Island
Delaware Mississippi South Dakota
Florida Missouri Tennessee
Idaho Montana Texas

fowa Nebraska Utah

Kansas Nevada Vermont
Kentucky New Hampshire Wisconsin
Louisiana New Jersey

Maine North Dakota
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Charmaine Ruddock, MS
Project Director, Bronx Health REACH/NY CEED
The Institute for Family Health

Charmaine Ruddock has been involved in the administration of health care services to medically
underserved communities for more than 15 years, notably in the design, development, and
operational oversight of Medicaid Managed Care Organizations serving communities in New
York City, Long Island and Connecticut. She has sat on the Board of Directors of the New York
Prenatal Care Steering Committee and HHFI, organizations dedicated to improving the health
outcomes of New Yorkers. Currently, Ms. Ruddock is a member of the National REACH
Coalition’s Steering Committee and the National Coalition for Health Equity working on the
development of a National Action Plan to address health disparity.

Ms. Ruddock joined the Institute for Family Health formerly known as The Institute for Urban
Family Health in 2000 to direct Bronx Health REACH, a coalition of 40 community and faith-
based organizations, funded by the Centers for Disease Control REACH 2010 Initiative. Asof
2007, Ms. Ruddock now directs the Bronx Health REACH/New York Center of Excellence to
Eliminate Disparity, part of the CDC’s REACH US initiative (the next generation of REACH).
In addition to REACH, Ms. Ruddock also directs two other diabetes-focused initiatives - the
Diabetes Prevention and Control Initiative funded by the New York State Department of Health
Bureau of Chronic Discases Services and an NIH funded imtiative exploring the use of faith-
based organizations to provide diabetes education. Bronx Health REACH’s goal is the
climination of racial and ethnic disparities in health outcomes in the New York state. The health
priority focus is diabetes and heart disease. Ms. Ruddock is working with several community
groups, faith-based organizations and health care providers to implement several initiatives,
namely: - Primary Prevention and Public Health Education Program; Community Health
Advocacy; Faith-Based Outreach efforts; a Legal and Regulatory workgroup; and, Grocer and
Restaurant Outreach Program.

Ms. Ruddock holds a BA. in Literature and Social Sciences from the University of the West
Indies and a Masters of Science in Management and Policy Analysis from the Graduate School
of Management, The New School for Social Research.
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Your Name, Business Address, and Telephone Number:
Charmaine Ruddock :

Institute for Family Health
16 E. 16" Street
New York, New York 10003

212-633-0800 ext 1291

1. Are you appearing on behalf of yourself or a non-governmental organization? Please
list organization(s) you are representing.

Non-governmental Agency
The Institute for Family Health
The National REACH Coalition

2. Have you or any organization you are representing received any Federal grants or
contracts (including any subgrants or subcontracts) since October 1, 20067

Yes X No

3. If your response to question #2 is “Yes”, please list the amount and source (by agency
and program) of each grant or contract, and indicate whether the recipient of such
grant or contract was you or the organization(s) you are representing.

Federal Agency and Program Amount

Centers for Disease Control and Prevention, Center of $850,000 annually
Excellence — REACH program
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NIH, National Center on Minority Health and Health Disparities

$520,000 annually

NIH Collaboration to Eliminate Disparities

$200,000

Health Resources Services Administration (HRSA), Bureau of
Primary Health Care

$3,000,000 annually

HRSA, Bureau of Primary Health Care — School Health

$450,000

HRSA, Health Information Technology Innovations

$750,000

New York State Area Health Education Center (AHEC)

$62,113 annually

HRSA HIT Special Congressional Initiative
e

$94,352

}

“
Signature: (\/ A /éli Date: '“ah f’[) o9

Please attach a copy of this form, along with your curriculum vitae (resume) to your

written testimony.
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Mr. OBEY. I'm sorry. But thank you.
And Robert Pestronk.

WEDNESDAY, MARCH 18, 2009.

NATIONAL ASSOCIATION OF COUNTY AND CITY HEALTH
OFFICIALS

WITNESS
ROBERT PESTRONK

Mr. PESTRONK. Thank you, Mr. Chairman.

I really have four points to make.

First, that local health departments have a unique and distinc-
tive role and a set of responsibilities in the larger health system
and within every community. They are the grassroots entity, source
of data for State and Federal departments of health as well.

Second, that local health departments depend upon Federal fund-
ing. About 20 percent overall, without Medicare and Medicaid, of
the funding for local health departments comes from Federal
sources. Yet that funding continues to be inadequate and shrink-
ing, both in real terms and in absolute terms.

Third, that the Nation’s recession is further diminishing the ca-
pacity of your health departments in three areas: to measure popu-
lation-wide illness and death, to organize efforts to prevent disease
and prolong quality of life and to serve the public through pro-
grams in each of your communities. Seven thousand local health
department jobs were lost in 2008, and we expect at least that
many or more in 2009 to be lost.

Our recommendations are in the written material, and I thank
you very much for your time this afternoon.

[The information follows:]
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NACCHO

National Assaciation af County & City Health Officials

The National Connection for Local Public Health

Statement of the

NATIONAL ASSOCIATION OF COUNTY AND CITY HEALTH OFFICIALS
Washington, DC

Submitted by Robert M. Pestronk, Executive Director
to the
Subcommittee on Labor, Health and Human Services, Education and Related Agencies
Committee on Appropriations
United States House of Representatives

FY 2010 Appropriations for Public Health Programs at the Centers for Disease Control
and Prevention, Health Resources and Services Administration, Office of the Surgeon
General and Office of the National Coordinator for Health Information Technology

March 18, 2009, 2 pm

Summary

NACCHO recommends essential support for the following programs:

Preventive Health and Health Services Block Grant
Healthy Communities

Racial and Ethnic Approaches to Community Health

Title V Maternal and Child Health Block Grant

Public Health Emergency Preparedness Cooperative Agreement
Advanced Practice Centers

Medical Reserve Corps

Public Health Workforce programs

Health Information Technology programs for public heaith
Environmental Public Health Tracking

Climate Change

e s & 5 0 8 e e s 0 0

1100 17th Street, NW, Second Floor, Weshington, DC 20036 P {202} 783 9560 F {202} 783 1883 www.naccho.org

Y

Prevent, Promote. Protect.
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The National Association of County and City Health Officials (NACCHO) and the nation’s local
health departments (LHDs) are grateful to Chairman Obey and the Subcommittee for proposing
and supporting prevention and wellness funding through the American Recovery and
Reinvestment Act. These funds will help strengthen LHD efforts to reduce infectious disease
through immunization and to promote wellness and prevention of chronic disease.

Background
NACCHO represents the nation’s approximately 2,860 local health departments. These

governmental agencies work every day in their communities to prevent disease, promote
wellness, and protect health. They organize community partnerships and facilitate community
conversations to create the conditions in which people can be healthy. The work of local health
departments and NACCHO improves economic well-being, educational success, and nation-
wide competitiveness community by community.

LHDs have a unique and distinctive role and set of responsibilities in the larger health
system and within every community. The nation depends upon the capacity of local health
departments to play this role well. A LHD is the only local governmental entity that works from
a population-wide perspective. LHDs have statutory powers which enable their role and enshrine
a duty to serve every person and household in their jurisdiction.

Funding to local health departments continues to be inadequate and many people in the
United States suffer from conditions whose causes are preventable, whose costs for treatment are
unsustainable into the future, and whose treatment is of erratic quality, effectiveness and
efficiency. One clear, measured result is that the United States is not the healthiest nation in the
world despite higher per capita expenditures than any other nation.

The nation’s current recession further diminishes the ability of local health departments to
measure population-wide illness and death, organize efforts to prevent disease and prolong
quality of life, and to serve the public threugh organized programs not offered elsewhere.
Repeated rounds of budget cuts and lay-offs in LHDs continue to erode capacity. Reductions in
local and state tax bases further undermine these sources of support A NACCHO survey found
that in 2008, at feast 7,000 LHD jobs were lost in 46 states across the country. Far more are
expected this year and many LHDs are currently reporting budget cuts in the 20 to 40% range.

Protections people take for granted — from enforcement of rules requiring safe food in restaurants
and schools to early identification of disease outbreaks to the expectation that their LHD will
examine, discover, and take action - are disappearing. In economic hard times, people are more
dependent than ever on their local health departments. Programs offered by LHDs serve as a
safety net for people in communities where the numbers of unemployed, uninsured, and under-
insured are growing daily, compounding the numbers of formerly working adults who need care.

NACCHO’s recommendations focus on the Centers for Disease Control and Prevention (CDC),
the Health Services and Resources Administration (HRSA), the Office of the National
Coordinator for Health Information Technology (ONC) and the Office of the Surgeon General.
Consistent funding with growth over time is needed. NACCHO recommends an overall funding
level for CDC of $8.6 billion not including funding for Vaccines for Children.
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1) Chronic Disease Prevention and Health Promotion

Preventive Health and Health Services Block Grant: NACCHO recommends: Not less than
FY05 funding of $131 million

Local public health departments receive approximately 40% of the Preventive Health and Health
Services block grant (PHHS) nationally. The proportion received by local health departments
varies among states from less than five percent to almost 100 percent. Increasing the availability
of flexible funds is particularly important as the gaps in public health protections grow.

PHHS funds enable states to address critical unmet public health needs. Improving chronic
disease prevention through screening programs and programs that promote healthy nutrition and
physical activity are prime examples of activities to which many jurisdictions devote PHHS
funds. Population-based strategies which create the conditions in which people are more likely
to be healthy are also supported with these funds. For example, in Brown County, Wisconsin, the
local health department implemented science-based policy and environmental changes to
improve the health status of the community and supported by PHHS funds. The LHD and the
Brown County Walking and Bicycling Advisory Group facilitated the development of a walking
and bicycling plan to be used in community design efforts. They have created greater access to
walking trails for people with disabilities, and influenced county leaders to take a more balanced
approach to transportation.

Flexible PHHS funds allow local priorities and unexpected problems to be addressed. West Nile
virus, a fully preventable disease spread to humans by mosquitoes, is one good example.

Finally, PHHS funds provide leverage for additional support from non-federal sources. For
example, PHHS funds allowed the state of California to establish the Local Public Health and the
Built Environment Project, which helps LHDs integrate the principles, findings and science of
public health with community design, resulting in communities that are more walkable and
conducive to promoting health.

NACCHO also recommends that the Subcommittee include language with the appropriations bill
which would require concurrence of LHDs with state public health officials in the uses for and
distribution of these funds. Such language has been instrumental in the effective use of
preparedness funds, assuring that a reasonable proportion of funds help local communities.

Healthy Communities: NACCHO recommends: $75 million

The Healthy Communities program successfully aligns local stakeholders in communities to
address the growing problems of obesity and other chronic diseases. Healthy Communities
produces personal, organizational, and governmental policy, systems, and environmental
changes that facilitate personal decisions to be more physically active, eat a healthy diet, and
refrain from using tobacco. The Healthy Communities program has reached 175 communities
since its inception in FY2003 and needs to reach more. With longer time frames intentionally
planned at the outset, communities funded by Healthy Communities have demonstrated science-
based measurable actions and outcomes that reduce illness and death or the pre-conditions that
would otherwise lead to illness and death, Community action has stimulated better personal and
professional practice. Communities in this program have shown greater compliance by diabetic
patients with routine screenings, a decrease in asthma to rates below the national average, and an
increase in those who attempt quitting smoking.
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Racial and Ethnic Approaches to Community Health (REACH): NACCHO recommends:
$60 million

REACH is an important cornerstone of CDC’s efforts to eliminate racial and ethnic health
disparities in the United States. By beginning to establish a national infrastructure to promote
evidence- and practice-based public health programs, community-based participatory
approaches, and the integration of systemic influences, REACH supports and disseminates
programmatic activities that are successful in the elimination of racial and ethnic health
disparities. REACH is a building block and template for this country’s new emphasis on
prevention and wellness. Through REACH, LHDs join with other community partners to reduce
racial and ethnic health disparities.

Maternal and Child Health (MCH) Block Grant: NACCHO recommends: $850 million

The Maternal and Child Health Block Grant authorized by Title V of the Social Security Act is
the only federal program of its kind devoted solely to improving the health of all women and
children. With these funds, many LHDs provide maternal and child health services when these
funds are allocated to them by states. Unfortunately, these funds have not kept pace with the cost
of these services and LHDs are beginning to eliminate or curtail services. Improvements in
reducing infant mortality are stalled, low birth weight and preterm births are increasing, and the
U.S. ranks 29" globally in infant mortality rates. Additionally, racial and ethnic disparities persist
across several indicators, with the African-American infant mortality rate double the rate for
European-Americans. Increased funding for the MCH Block Grant will help reverse these trends.

2) Emergency Preparedness

Public Health Emergency Preparedness Cooperative Agreement: NACCHO recommends:
Not less than FY05 funding of $919 million

Federal funding for improving state and local public health emergency preparedness has stalled
for the past several years and is substantially down from $919 million in FYO0S to $746 million in
the FY09 omnibus appropriations bill. Last year more than 25% of LHDs reduced their
preparedness activities, delayed completion of plans, and/or delayed acquisition of equipment
and supplies as a result. Constant readiness for both new and emerging threats requires staff,
plans, training and practice, all of which require financial support. The benefits to safety and
well-being of local communities are clear when LHDs are prepared and work effectively with
their communities to be prepared for all hazards. Reduction in federal financial support has
reduced readiness and the capacity to respond to emergencies.

Advanced Practice Centers: NACCHO recommends: Level funding of $5.3 million plus
inflation adjustment

The Advanced Practice Center (APC) program funded through CDC provides funds to seven
local health departments to develop innovative field-tested tools and models to help other LHDs
meet emergency preparedness goals. The APCs are located in Santa Clara County, CA;
Cambridge, MA; Montgomery County, MD; Twin Cities Metro, MN; Western New York Public
Health Alliance; Tarrant County, TX and Public Health ~ Seattle and King County, WA. The 70
unique preparedness tools produced to date by the APCs have become essential instruments that
LHDs nationwide routinely employ to assess their vulnerability, strengthen their response
capacity, and enhance the resilience of their communities and workforce. The APC network
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provides a national learning laboratory that creates tools, resources, and technical guidance that
can be used for all LHDs and that align with public health preparedness priority areas.

Medical Reserve Corps: NACCHO recommends: Level funding of $12.3 million plus
inflation adjustment

The Medical Reserve Corps (MRC) improves the health and safety of communities across the
country by organizing public health, medical and other volunteers to serve critical needs. MRC
units build response capabilities and enhance capacity to perform daily public health activities in
local communities.

For example, MRCs ensure that links with emergency responders are tested and reinforced to
assure effectiveness in disasters; immunize vulnerable populations against infectious disease;
help run clinics for-low income residents, preventing costly and unnecessary hospitalizations;
deliver health education to people who are at risk of preventable diseases; and help prepare
community organizations, senior centers, schools and healthcare professionals for public health
emergencies.

3) Public Health Workforce

Public Health Workforce: NACCHOQ recommends: $10 million new funding

The shortages in the public health workforce have been well-documented, particularly in public
health nursing, epidemiology, laboratory science, and environmental health. The nation’s
wellness depends on a continuing supply of people for this workforce. Additional funding and
leadership is required to support a program of training, continuing education, and education for
the full range of public health professions and community workers. Section 765 of the Public
Health Service Act authorizes grants that would allow state and local health departments to
provide training and trainee support. Funds have never been appropriated for this purpose.

Emergency Preparedness Workforce: NACCHO recommends: $10 million new funding
Workforce shortages also exist in the area of public health preparedness. In 2006, the Pandemic
and All-Hazards Preparedness Act created two new programs within the National Health Service

Corps (NHSC) in the Health Resources and Services Administration (HRSA), yet no funding
was appropriated for these programs. Funding would aliow expansion of the NHSC on a trial
basis to include loan repayment for individuals who complete their service in a state, local, or
tribal health department that serves health professional shortage areas or areas at risk of a public
health emergency. The second program establishes grants to states to create loan repayment
programs. These programs are essential to ensure a workforce trained to carry out specialized
tasks in preparedness.

4) Health Information Technology

Electronic Medical Records (EMR) and Health Information Exchanges (HIE) and access to
health information technology (HIT) can transform public health practice and serve as one
supply point for both future information needs and for information of direct value for both
clinical and public heath practitioners. Unfortunately, at the present time, the major motivation
for development of EMR and HIE is often exclusively focused on reducing the cost of health
care and improving processes in clinical medicine. Local, state, and federal public health
officials rely increasingly on HIT and data systems to assess the health of entire communities
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and populations, to provide or recommend focused preventive and treatment services, to evaluate
the effectiveness of services and programs, and to identify resources for improving health. Often
these needs are neglected.

Through the National Center for Public Health Informatics (NCPHI), CDC provides technical
assistance and training to LHDs to strengthen their HIT efforts. Increased funding should be
provided to NCPHI for local demonstration sites, which would include LHDs. These sites will
demonstrate and assure the value, voice, and involvement of governmental public health officials
in the development of HIT that serves multiple purposes and needs. Funding is also needed to
increase training and technical assistance for local and state health department informaticians.

NACCHO is grateful that LHDs were included as eligible entities for grants to spur adoption of
HIT and strengthen the health information infrastructure in the American Recovery and
Reinvestment Act. However, there are many competing priorities for this limited funding,.
NACCHO recommends that the Subcommittee provide additional direct funding to LHDs
through the Office of the National Coordinator for HIT (ONC). As HIT systems are being built,
they should be intentionally designed to provide LHDs with the full range of data and reports
needed to assess and act on threats to the public’s health. ONC should also provide companion
grants to LHDs to work directly with health care providers receiving HIT stimulus funding to
assure that the software solutions implemented also work with and are connected to the
governmental public health infrastructure. Health IT Regional Extension Centers should also
receive additional funding with specific funds set aside for public health informatics
implementation.

5) Environmental Health: NACCHO recommends that the National Center for Environmental
Health (NCEH) at CDC receives increased funding to provide direct support and technical
assistance to LHDs. Local health departments are involved not only with on-going efforts to
assure safe air, safe food, and safe drinking water. LHDs play integral roles in assessment and
mitigation of hazardous waste sites. Increased funding would allow NCEH to resume support for
community environmental health assessments as well as coliaborations between LHDs and local
planning departments to improve community design and encourage healthy behaviors.

Environmental Public Health Tracking: NACCHO recommends: $50 million

Enhanced measurement and tracking capabilities are necessary to develop a better understanding
of, and track, the connection among the environment in which we live, changes in the
environment over time, and human health. Through NCEH, CDC has supported collaboration
among state and local partners involved in the Environmental Public Health Tracking Network.
Most of the grantees of this program have been states, but local communities provide the data for
this network and peed increased technical capacity to utilize the Network to determine and, just
as important, act on community health priorities.

Climate Change: NACCHO recommends: $17.5 million

In FY09, for the first time, Congress passed a line item appropriation for a Climate Change
program at CDC. As more is learned about the effects of climate change on human health,
community members will turn to their LHDs for action. Funding to support technical assistance
and education will help stimulate action to prevent or mitigate hazards.
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Robert M. Pestronk

As Executive Director for the National Association of County and City Health Officials
(NACCHO) in Washington, D.C. since November 2008, Mr. Pestronk represents our nation’s
local health departments and their staff who protect and promote health, prevent disease, and seek
to establish the social foundations for wellness in nearly every community across the United
States. Mr. Pestronk received the M.P.H. from the University of Michigan School of Public
Health with concentrations in human nutrition and health planning and administration. He
received the A.B. in politics from Princeton University.

Prior to his position at NACCHO, he served as Health Officer in Genesee County, Michigan for
22 years where, among other accomplishments, he was recognized for: establishing the 26,000
member Genesee Health Plan, some of Michigan’s earliest public and work place tobacco control
regulations, and Genesee County’s Public Health week conference; introducing a culture of
efficacy, efficiency, accountability and quality improvement within his Department; reducing
infant montality rates and the racial disparity among those rates; increasing foundation and
federal funding for the Department’s work; involving local residents and his Board in three five-
year cycles of successful Departmental strategic planning; and, creating productive relationships
with university and community-based organizations. His Health Department was fully accredited
by the State of Michigan.

He was elected in 2006 to the Board of NARSAD, the Mental Health Research Association. He
is a past Board member of the Michigan Health Officers Association (of which he is a past
President) and of the Michigan Association for Local Public Health. He is a Primary Care Policy
Fellow through the United States Department of Health and Human Services and trained as a
Scholar through the Public Health Leadership Institute. He is Past President of the Primary Care
Fellowship Society and Past President of the Public Health Leadership Society Council. He was
a member of the Institute of Medicine Public Health Roundtable and of the National Advisory
Committee for Turning Point: Collaborating for a New Century of Public Health. He was the
first President of the Public Health Law Association. He served on the Board of the Greater Flint
Health Coalition, the Rotary Club of Flint (Michigan), Priority Children, and Temple Bethel.

Mr. Pestronk received the John H. Romani Outstanding Alumni Award from the University of
Michigan School of Public Health Department of Public Health Policy and Administration and
was presented the Distinguished Alumnus Award by the University of Michigan School of Public
Health. The American Lung Association, Genesee Valley, has honored him as Professional of
the Year and subsequently as Health Advocate of the Year.

Bobby’s published work includes articles in the Journal of Public Health Management and
Practice, the Journal of Law, Medicine & Ethics, the Journal of the American Public Health
Association, Health Education and Behavior, Public Health Reports, and the Journal of the
American Academy of Nurse Practitioners. Chapters in books include those published by the
American Public Health Association and Oxford University Press.
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Attachment A - Witness Disclosure Form
For: Robert M. Pestronk

and Heaith Promotion

| Amount Saurce (Agency and Programj Recipient
$85,0000 |DHHS/CDC - Special Report - Lessons Learned and a Compendium of Success Stories - Steps to a Healthier NACCHO

US Program
$400.000!  DHHS/HRSA - Improving Understanding of Maternal and Child Health and Health Care lssues NACCHO
$4,845,000; | DHHS/CDC - Advanced Practice Centers - Promoting Pubfic Health Preparedness through Locat innovation NACCHOC
$3.000] | DHHS/PSC/SAS/DAM - MRC Region il Conterence Planning NACCHO
$11,650,000| {DHHS/OS - MRC Capacity Development Project NACCHO
$20.000! jOHHS/CDC - NACCHQ Annual 2007 Conference NACCHC
$113.302] DHHS/CDGC - ASTHO NACCHO 2008 Joint Conference NACCHO
$140,000. {DHHS/CDC - injury Prevention and Control Research and State and Community Based Programs NACCHO
$198,253] DHHSICDC - HIV/Ads Policy initiative. Building State, County and Local Public Health Infrastructure NACCHOQ
$198,000! DHHS/HRSA - Technical Assistance to Community and Migrant Heaith Centers and Homeless NACCHO
$7,569,934; | DMHS/CDC - Building the Nation's Public Health Infrastructure NACCHO
$200,000; DHHS/HRSA - Adolescent Heaith/School- Based Health NACCHO
$11,645.393] DHHS/CDC - Building the Nation's Public Health infrastructure NACCHO
$640,000; {DHHS/CDC - National Programs 10 build the Capacity of Societal institutions That Influence Youth Behavior NACGHO
$1,134,131 DHHS/CDC - National Organization for the Dissernination of Effective Strategies for Chronic Disease Prevention; NACCHO
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Mr. OBEY. All right. Thank you, and I apologize again for the
screwy schedule we keep around here.
The Committee is adjourned.
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Mr. OBEY. This afternoon the subcommittee convenes its Member
Day hearing for the fiscal year 2010 budget cycle. I want to wel-
come Members who will be testifying on behalf of their requests.
This hearing is part of the package of additional earmark process
reform that I announced earlier this year with Speaker Pelosi that
expands on the transparency and accountability measures adopted
since January of 2007.

Congressionally-directed funding is part of Congress’s power of
the purse. At the same time, we have to protect the integrity of the
process and ensure the proper use of taxpayers’ money. I think that
is what this committee has consistently tried to do.

But there is another reason also for this hearing, frankly. I know
that some Members have expressed their unhappiness in the past
because we have not been able to fund some of their significant pri-
orities. Because of that, and because we have got a finite amount
of resources that can be devoted to these projects, I wanted to give
any Member who had a special interest in the projects that they
are promoting. I wanted to give them an opportunity to appear be-
fore the committee to make their case, and I appreciate the fact
that you have come here today.

So why don’t we simply start with Mr. Farr? Why don’t you give
us whatever information you care to impart on your project?

Mr. FARR. Thank you very much, Mr. Chairman. This is the first
time I have appeared on behalf of one of my asks, and I appreciate
you giving me this opportunity.

This one is really very, very important. It is a million and a half
dollars for a program called the Silver Star Program. It is in Mon-
terey County. And just to put you in perspective, Monterey County
is in the central part of California. It is the Salinas Valley, which
a good chance that the food you eat for lunch and dinner tonight
will come from the Salinas Valley. It is the biggest agricultural
area in the United States. It is row crops, and all of those crops
have to be taken out by trucks. So you have about 5,000 trucks
coming in and out of Salinas every single day.
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It is also the home, Monterey County, of the largest State prison
in California.

And what has happened over the years, because of this, low-in-
come ag workers, culture of poverty, it has really become a center
of the State for a huge international gang war that is being fed by
the cartels between the Nortenos from the north and the Surtenos
from the south. And we are just geographically located right in that
midspot.

And what has happened is the small town, the City of Salinas,
about 150,000, largest town in my district, but certainly small in
the big perspective, is having the responsibility of breaking the
back of international cartels with just local law enforcement re-
sources. And they can’t do it alone. So I have gotten very involved
in this because I used to serve in local government. The fact is, if
you want to stop this, and I was looking at Dwight D. Eisenhower’s
quote right here, there should be an unremitting effort to improve
those health, education and social security programs which have
proven their value; to bring all of those assets, that are at, some
at the county level, some at the city level, some at the State level
and some at the national level, to try to develop a really com-
prehensive package to try to stop organized crime.

And how are we doing that? We are taking kids out of the breed-
ing grounds for these gangs, which are their neighborhoods, early
in the morning and taking them to this Silver Star Program, which
deals with education; truancy abatement; health care and addiction
services; family counseling; career counseling; job training; psy-
chiatric care; mental health and related care. It is a one-stop pro-
gram that is really successful.

And what we are trying to do is, there is a surge going on be-
cause we are finding now second- and all third-generation; imagine
in your district if you had had a killing a week in a small town.
That is what has happened. We have had 15 killings this year. It
is shocking the community. It is hurting the economic development
of the community, on top of what is, this is the city that ranked
12th in the Nation in drop of home prices, and one of the top cities
in foreclosures. We are designated as one of the High Intensity
Gang Area, the HIGA jurisdiction. There were 77 robberies in Sali-
nas; 40 of them committed by firearms.

So we think we have got some ability to really tackle this thing
in a comprehensive way. And that is why I am putting all my effort
into this earmark, to try to make sure that we can pull together
all the resources, and particularly those of the Federal Govern-
ment.

I might just conclude by telling you that I have done one thing
that I think is going to be really effective. We have the Naval Post-
graduate School in Monterey County; it is in Monterey, not in Sali-
nas. That school has, inside the school, a center for Homeland Se-
curity, where you have both the military folks and the civilian folks
looking at, what are the root causes of violence around the world?
They are the ones that are coming up with plans of, how do we
bring peace to Afghanistan and Iraq through a combination of mili-
tary and civilian activities?

I have sort of said to the school, if you are so smart, why don’t
you go over and look at a town in there and look at the assets of
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what this is. This is like a town in a foreign country with probably
more assets than most foreign countries. But if you can figure out
how we can curtail the root causes of violence that are culturally
driven and poverty driven and so on, and deal with the issues that
people deal with, illegal guns, drugs and so on, maybe we can, if
we can be effective in our own hometown, maybe we can be more
effective overseas, particularly in Afghanistan.

So hopefully this is going to be the year where we bring all of
that together, where the leather meets the road. And I would ap-
preciate your consideration of this earmark.

[The information follows:]
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Thank you, Chairman Obey, for this opportunity to testify before you today about
a specific appropriations request | have submitted to the subcommittee.

That request is for $1.5 million in FY 2010 to underwrite the Silver Star Gang
Prevention and Intervention Program.

As you are aware, this subcommittee has been very generous to the Silver Star
program in the past. T am grateful to you for that, as is my community of Monterey
County.

But even though the subcommittee has been responsive to my requests for help
with Silver Star, the need remains and [ am here today to implore you to continue funding
for the program.

The Silver Star program is a county-run anti-gang program and is a unique
comprehensive approach to beating back gang activities in impacted communities. Itisa
holistic program in which familial, educational, medical and social services are provided
on an individualized basis to gang members. It has an incredibly high success rate but
the nu